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Abstract 

 

The aim of the study was to develop substantive theory about how West Australian (WA) 

parents deal with the education of their child with an Autism Spectrum Disorder (ASD) 

over time. Estimated prevalence rates for all forms of ASDs worldwide have risen 

dramatically over the last 50 years. This has meant that there are an ever increasing 

number of children with an ASD in Australia who need appropriate educational services 

to maximize their potential. Despite this increase, there have been relatively few studies 

undertaken which have investigated how parents deal with the education of their child 

with an ASD over time. There is a call in the research literature to provide different 

research methodologies to answer alternative questions in regard to education of an 

individual with an ASD because of the idiosyncratic nature and progress of the disorder. 

The preferred source of such information is at the local level where individuals with an 

ASD, parents and professionals who possess the most authentic knowledge can be found.  

 

The study was conceptualized within the social theory of symbolic interactionism and 

used constructivist grounded theory methods and an innovative use of autoethnographic 

research methods to develop substantive theory about how WA parents deal with the 

education of their child with an ASD over time. A series of in-depth case studies 

investigating six families from diverse backgrounds was conducted. The basis for data 

collection was semi-structured interviews, participant observation, informal interviews 

and documentary data sources consistent with the interpretivist qualitative research 

tradition. Data analysis occurred concurrently with data collection and incorporated open 

coding, focused coding and member checking that led to generation and confirmation of 

propositions of the theory.  

 

The seeking of progressive fit emerged as the central proposition of the theory generated 

from this study. This overriding basic social process permeated the lives of parents as 

they continually dealt with the education of their child with an ASD over time. During 

this process parents progressed through four indistinct and iterative stages, namely 

Beginning Battle, Waging War, Strategizing Solutions and Framing Futures. The theory 

of seeking progressive fit provides a new perspective on how parents deal with the 

education of their child with an ASD over time.   
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Chapter One: Introduction 

 

The aim of this study was to develop substantive theory about how West Australian 

parents deal with the education of their child with an Autism Spectrum Disorder (ASD) 

over time. When considering the reasons for undertaking the present study, I recalled one 

tragic Australian case which illustrates the sometimes, extreme pressures associated with 

parenting a child with an Autism Spectrum Disorder (ASD). In 2003, a desperate 

Australian mother suffocated her ten-year old son who was diagnosed with severe 

Autism. She then proceeded to attempt suicide by slashing her wrists repeatedly. After 

her son’s death, a news article commented that she had despaired about her son’s future 

and that her existence had grown unbearable (Lamont, 2004, June 1). At the same time as 

caring for her child 24 hours a day, she was losing countless battles trying to gain better 

services and more specialist support for her son. Her marriage was ending and her father 

had died only a few weeks before. In her misery and confusion, she believed her son 

could not cope without her. The New South Wales Deputy State Coroner cited depression 

and lack of appropriate services as the main reasons for her despair. He cautioned that 

unless services improved for families with disabled children, especially those children 

with an ASD, there was a strong possibility that this tragedy could happen again 

(Cummings, 2006, October 14). I remember, at the time relating overwhelmingly to the 

despair that the mother had felt. Discrimination, lack of understanding and support had 

permeated my own family’s life since the birth of my son with an ASD and I knew how 

excruciatingly difficult life could be at different points in time.  

 

At the beginning of my journey with my son with an ASD, I would have appreciated 

greatly an understanding of the ways other parents negotiated the often, inordinately 

difficult education process of their child with an ASD over time. However, such 

information was not readily available 21 years ago. While the field of research on Autism 

Spectrum Disorders has grown exponentially, our understanding of how parents deal with 

the elongated education process from a parental perspective is an area somewhat 

neglected in the research. While some longitudinal research has been done on the process 

of parenting a child with an ASD over time (Ewart, 2002; Gray, 2002b, 2006), how 

parents deal with the problematic area of education has not been fully investigated.  For 

some time, there has been a call for disability research to give consideration to the more 

‘authentic voices’ of those in the field inclusive of parents, disabled students and their 
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advocates (Simpson, 2005; Slee, 1996). This call is embedded in the understanding that 

“discourses are about what can be said and thought, but also about who can speak, when, 

where and with what authority” (Ball, 1994, p. 21). With a teaching background and 

experience parenting and educating my son with an ASD over a twenty-one year period, I 

felt well-placed to ‘speak’ and do research investigating how parents deal with the 

education of their child with an ASD over time.  I also knew that there were an ever-

increasing number of families who had a family member diagnosed with an ASD who 

may need such insight regarding the educational journey. Prevalence rates worldwide 

have increased dramatically over the last 50 years from 4 to 5 in 10,000 in the mid 1960s 

to approximately 1 in 150 today (Fombonne, 2009). I was cognizant that all of these 

families would eventually need to navigate an acceptable educational pathway for their 

children in order to maximize their child’s progress and help improve the lives of their 

whole family in the process.  

 

Surprisingly, my background as a former educator had not greatly prepared me for the 

significant difficulties that lay ahead when parenting and teaching my son with an ASD.  

In response, I embarked on a search for appropriate ways to maximize his progress in 

order to help not only him, but the rest of my family as well.  I reasoned that if he gained 

skill and became more independent it could only help to make things much easier for us 

all.  This eventually led me down a pathway to further study. Research confirmed that the 

impact on families who have a child with an ASD could be extremely high where parents 

were more likely to experience serious psychological distress than parents of children 

with any other developmental disability (Benson & Karlof, 2009; Bromley, Hare, 

Davidson, & Emerson, 2004; Sanders & Morgan, 1997; Sivberg, 2002). Research also 

indicated that this stress could be potentially reduced over time in inverse proportion to 

the success of the education of the child with an ASD (Robbins, Dunlap, & Plienis, 

1991).  This had been borne out in our own family’s experiences where we had found 

that as our son gradually gained skill in negotiating the world and became more 

independent our own stress levels had reduced slowly but significantly over time. 

Education of my son with an ASD was a key factor in the survival of all members of our 

family. I had also witnessed similar, gradual improvements in the lives of other families 

in the Autism community who had access to appropriate and timely educational 

intervention for their child with an ASD.  I had noted that the eventual progress of such 

children was not only determined by the amount of evidence-based intervention that 

parents gained for their child with an ASD, but factors such as family resources and 
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severity and complexity of impairment also seemed to be significant.  Sadly, I had also 

seen how some parents were unable to put in the time, energy and targeted intervention 

necessary to maximize their child’s progress because of lack of appropriate support and 

services and the complexity of their family’s circumstances. These children often became 

more difficult to deal with as they grew in physical maturity. Without appropriate 

intervention, the stress experienced by such families often increased over time with 

sometimes devastating results for all family members. 

  

The complexity inherent in the proposed study was daunting.  For a start, the nature of 

the disorder is highly idiosyncratic and each child manifests their Autism differently. 

This makes educating individuals with an ASD a very difficult task for both parents and 

professionals alike. I had experienced and witnessed how we, as parents, often struggled 

to ensure that our child’s needs were being reliably met over the course of their 

educational journey. Research indicated that there was no single best-suited and 

universally effective educational method for all children with an ASD over time. The best 

programs were those that incorporated a variety of objectively verified practices and were 

designed to address and support the needs of individual students and the professionals 

and families with whom they were linked (National Research Council, 2001; Olley, 1999; 

Simpson, 2005, 2007; Simpson & LaCava, 2007). This placed us, as parents, in very 

demanding circumstances regarding adoption of appropriate and effective educational 

practices for our individual child with an ASD over time.  Consequently, there has been a 

longstanding tradition by parents of children with an ASD of accepting educational and 

supplementary strategies that sometimes lack efficacy and proven utility (Francis, 2005; 

Gresham, Beebe-Frankenberger, & MacMillan, 1999; Heflin & Simpson, 1998). We have 

not had access to educational research of specific profiles of students with an ASD which 

meets rigorous peer review and has a history of yielding positive results (Simpson, 2004).  

The difficulty is that there are only limited samples of students with an ASD with similar 

characteristics, programs and needs because of the highly idiosyncratic nature and 

progress of the disorder (Simpson, 2005).   

 

Through my involvement in the Autism community, I have found the traditional triad of 

impairment affects children with an ASD in very individual ways (American Psychiatric 

Association, 2000). This has meant that there is some degree of impairment in a child’s 

social skills, communication skills and an excessive rigidity associated with their interests 

and behaviour, but the severity of each of these is highly variable. I have also witnessed 
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how most children with an ASD have some hyper or hypo-sensitivity in one or more of 

their senses and other co-existing conditions which mask or complicate matters further. 

The severity of the impairment in all areas is highly individual and while some children 

with an ASD are non-verbal others have a superior vocabulary. Over the years, I have 

been involved with a fellow family with two children, both of whom have an ASD, where 

one child is non-verbal but quite social while the other child is verbal but seemingly lacks 

much interest in the social world.  There is no apparent correlation between the degree of 

difficulty in one area and the degree of difficulty experienced in another area. This degree 

of variability and lack of apparent correlation between areas is only now being 

investigated and understood through research (Happe, 2009).   

 

I have also seen how some children with an ASD have a superior skill or a hyperfocus in 

one or more areas that could be used to improve their educational, recreational and career 

prospects (Grandin & Duffy, 2004; Howlin, 2009; Sonne, 2009a, 2009b). Research is 

only beginning to provide understandings of the many different ways an ASD can present 

itself in an individual with superior splinter skills often being part of the profile (Grandin 

& Duffy, 2004; Sonne, 2009a). There has also been a call by some in the Autism 

community to change our understanding of ASD to include the notion of “diff-ability”, 

focusing on difference rather than impairment (Lawson, 2009). In line with this, some 

parents have called for Autism to be viewed as a ‘condition’ rather than just being seen as 

a ‘disability’.  All of these differences in the ASD profile make dealing with the 

education of a child with an ASD potentially very problematic. Therefore, the study 

reported in this thesis aimed to develop substantive theory about how parents deal with 

this complex process of educating their child with an ASD over time. 

Method and Research Design Overview 

In response to the complexity inherent in the study, I decided to do qualitative research 

that used both constructivist grounded theory and autoethnographic methods to generate a 

theoretical understanding and explanation of how parents deal with the education of their 

child with an ASD over time. The choice of such methods allowed me to access the ‘rich 

data’ inherent in my own and my participants’ lives to produce a series of six in-depth 

case studies of families who were dealing with the education of their child with an ASD 

over time. Grounded theory methods allowed me to use “systematic, yet flexible 

guidelines for collecting and analyzing qualitative data to construct theories ‘grounded’ 

in the data themselves” (Charmaz, 2006, p. 2). This was done with the understanding that 
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the constructivist grounded theory method “explicitly assumes that any theoretical 

rendering offers an interpretive portrayal of the studied world, not an exact picture of it” 

(Charmaz, 2006, p. 10). To capture rich data from my own family’s experiences I also 

decided to use autoethnographic methods where autoethnography is understood to be “an 

autobiographical genre of writing and research that displays multiple layers of 

consciousness, connecting the personal to the cultural” (Ellis & Bochner, 2000, p. 739).  

 

The in-depth case studies of six families, including my own, were conceptualized within 

the social theory of symbolic interaction. Blumer (1969) explains this social theory 

through three basic principles.  The first is that human beings act towards things on the 

basis of the meanings those things have for them.  The second is the meaning of such 

things arises out of social interaction that they have with others. The third is that 

meanings are modified through a continuous interpretive process while dealing with the 

things encountered (Blumer, 1969). Adopting these principles as a foundation for the 

present study meant that it was important to explore parents’ perspectives, actions and 

interactions regarding the phenomena of ‘educating their child with an ASD over time’.  

From an investigation of these dimensions of the phenomena of educating a child with an 

ASD, I arrived at an understanding of the basic social processes involved and derived a 

substantive theory about them.   

 

While each family’s story held an individual parent’s perspective of their experience, I 

sought a combined interpretation of the six families’ experiences with regard to the 

research area.  To help me in this quest I used constructivist grounded theory research 

methods to achieve this difficult task.  In the earliest grounded theory studies there was a 

positivist understanding that qualitative research was an objective social science where 

some neutral observer researched an external reality, which was there to be discovered 

(Glaser & Strauss, 1967). By contrast, constructivist grounded theory “assumes the 

relativism of multiple social realities, recognizes the mutual creation of knowledge by the 

viewer and the viewed, and aims toward interpretive understanding of the subject’s 

meanings” (Charmaz, 2000, p. 510). Constructivist grounded theory seeks to be a more 

open-ended and revised form of practice that stresses its emergent, constructivist 

elements (Charmaz, 2000). Charmaz (2006) also asserts that “a constructivist approach 

places priority on the phenomena of study and sees both data and analysis as created from 

shared experiences and relationships with participants and other sources of data” (p. 130).    

 



 6 

The innovative use of autoethnographic elements within the study was imbedded in the 

understanding that the constructivist grounded theory method openly acknowledges and 

values the researcher’s thoughts, feelings and knowledge as data that should be 

considered equally with other data gathered. Charmaz (2006) asserts that “researchers are 

part of what they study, not separate from it” (p. 178).  Charmaz (2000) further contends 

that theory construction is a co-construction and is reflective of both the researcher’s and 

participants’ perspectives and “recognizes that the viewer creates the data and ensuing 

analysis through interaction with the viewed” (p. 523). Charmaz (2000) explains this 

further when she states that “constructing constructivism means seeking meanings – both 

respondents’ meanings and researchers’ meanings” (p. 525). Similarly in 

autoethnographic writing, the lines between the researcher and the researched have 

become increasingly blurred over time as new ways are sought to capture the essence of 

how lives are lived (Ellis, 2004, 2008, 2009; Ellis & Bochner, 2000; Reed-Danahay, 

1997). Reflexive awareness of my own presuppositions was therefore imperative 

throughout the research process given the use of innovative, autoethnographic elements 

within a constructivist grounded theory study. To address this difficulty, a form of 

preliminary modified ‘bracketing’ (Ahern, 1999) was employed at the beginning of the 

study to ensure that I understood as clearly as possible where my own interpretation of 

the research area resided in relation to my participants’ interpretations so that an 

appropriate balance of importance between all perspectives could be achieved.  

 

Additionally, the use of the constructivist grounded theory method allowed my own story 

to be entwined anonymously along with other participants’ stories in the explanation of 

how parents deal with the education of their child with an ASD over time.  This 

potentially afforded my family the same cloak of anonymity given to other participants in 

the study. The notion of ‘relational ethics’ (Ellis, 2009; Etherington, 2007; Guillemin & 

Gillam, 2004) was paramount with regard to my own family’s involvement in the 

research.  Relational ethics “recognizes and values mutual respect, dignity, and 

connectedness between research and researched, and between researchers and the 

communities in which they live and work” (Ellis, 2009, p. 308).  I had to be sure that I 

had taken all possible precautions to give my own family the same rights to 

confidentiality that was given to my other participants. The use of the constructivist 

grounded theory method with its imbedded, anonymous, autoethographic elements 

provided an elegant solution to the inherent ethical dilemmas of this study. 
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The process of undertaking the present study has been a very difficult and at times, 

emotional journey for all participating families, including my own.  So many points of 

similarity occurred in our intertwined stories. Yet, there were also differences depending 

upon the individual profile and progress of our children with an ASD and the particulars 

of the rest of our families. We shared our mutual frustration regarding trying to keep our 

families intact during the difficult process of parenting and educating our child with an 

ASD.  Some families in the study had already fractured under the daily pressure through 

lack of both internal and external support and understanding of their situation.  These 

families were the most vulnerable and I was especially grateful that the parents would 

involve themselves in my study. Their stories often disappear from view through lack of 

access to their often, fragile circumstances (Higgins, Bailey, & Pearce, 2005). Their hope 

was like mine, to help other families learn from their stories by giving others an 

appropriate understanding of some of the potential difficulties which lay ahead and some 

of the strategies that could be used to overcome or ameliorate them.  

 

This desire to improve the lives of others is compatible with some of the leading voices in 

the disability movement who have felt for some time that research should be conducted to 

improve the material circumstances and quality of life of those who are studied (Oliver, 

1992).  There has been a call to create ‘emancipatory research’ which is based on 

empowerment and reciprocity that changes the social relations of research production 

with the focus of attention shifting away from the deficits of disabled individuals and 

onto the structures and practices of a ‘disablist’ society (Barnes, 1992; Morris, 1992; 

Oliver, 1992). It was with these sentiments in mind that I conducted my research.  I was 

continually aware of the trust that my participants had placed in me to interpret their 

perspectives as reliably as possible to eventually help others in similar situations. As 

suggested in contemporary notions of participatory disability research (Barnes & Mercer, 

2004) and constructivist grounded theory methods (Charmaz, 2006), I continually 

encouraged my participants’ active participation in the research process by seeking their 

feedback during key stages of the research process, especially during my grounded theory 

analysis. This fitted with my desire to be inclusive of their input so that my research 

reliably reflected their respective interpretations of the research area, with the 

understanding that I was, in the end, the final research instrument through which their 

thoughts would be interpreted or ‘constructed’. 
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While a constructivist grounded theory approach does not generally adhere to “finding a 

single process or core category” (Charmaz, 2006, p. 132), Charmaz does encourage 

constructivist researchers to be “eclectic” and draw on “what works” in order to define 

“what fits” (Charmaz, 2006, p. 148).  It was with these liberating thoughts in mind that 

my co-constructed analysis of the research area eventually revealed an overriding basic 

process in the studied phenomenon. After much deliberation and member checking with 

my participants, the seeking of progressive fit emerged as an overriding basic social 

process that permeated our lives as parents when trying to continually deal with the 

education of our child with an ASD over time.  A key finding was that parents often 

repeatedly struggled to seek, gain, maintain and create educational fit for their child with 

an ASD in an unreliable external schooling context not necessarily geared to 

accommodate or support such children. For ease of understanding the essence of this 

central process, I adopt Strauss & Corbin’s (1998) suggestion of writing a storyline that 

explicates both the central idea, and the other concepts and categories that relate to it.  

This I have done in the following theory overview with the central idea, key concepts, 

stages, sub-stages, categories and sub-categories italicized and bracketed within the 

storyline for ease of understanding by the reader. Following this, a diagrammatic 

representation of the full theory is included showing the four stages of the theory. Full 

development of the theory and its associated diagrammatic representation is provided in 

Chapters 5, 6, 7 and 8 of the thesis. 

Theory Overview: The Theory of Seeking Progressive Fit 

Before their child is born, parents imagine a wonderful future for their offspring and ideal 

scenarios often abound in their minds. When the child finally arrives and is different from 

their dream vision, parents struggle to match their internal, idealized scenario with the 

reality of parenting such a child. After experiencing often, inordinate difficulties with 

their child, as compared to other children, parents feel increasingly worried (worrying) 

about their child. The atypical behaviour of the child continually sets off alarm bells in 

the minds of parents. Parents recognize very early on in their children’s lives that the 

external context is not necessarily welcoming, accommodating or supportive of such 

different children. In response, parents set about gaining an appropriate education 

(seeking progressive fit) for their unusual child that maximizes their progress and 

increases their child’s independence and skill levels in all areas.  
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Within the family, the child frequently becomes the centre of attention because of the 

inordinate difficulties often associated with their behavior. The lives of others in the 

family often become subsumed under the demanding needs of this unusual child. 

Sometimes, parents are able to register almost from the beginning (from the beginning) 

that there is something very different about the development of their child in relation to 

others.  In contrast to this, some parents do not notice any difference in their child in 

relation to others until some time later when their child loses previously held skills and 

regresses into their own world (regressing into their own world).  Still other parents 

notice worrying differences but interpret it as a positive sign of the child being of 

superior intellect, and are encouraged by others to believe that they may be raising a 

‘little Mr. Genius’ (‘little Mr. Genius’). Parents feel compelled to share their fears with 

trusted and qualified others and try to convince (convincing) them of their child’s 

inordinate difficulties as a preliminary way of trying to gain help for their situation. 

Unfortunately, they are often told their worries are unjustified and mainly based on their 

own parental inexperience.  

 

As difficulties persist, most parents feel compelled to research (researching) their 

situation through various informal and formal sources. Through researching, parents 

gradually gain more awareness and confidence (increasing awareness and confidence) in 

their own estimation of the unfolding situation; however, this is often juxtaposed against 

variable negative feelings (variable negative feelings) regarding the difficulties of 

everyday life and the possible future consequences of a diagnosis of an Autism Spectrum 

Disorder (ASD). After researching their situation, parents often seek a possible diagnosis 

(diagnosing) in earnest for their child. Parents expect that diagnosis will lead to 

appropriate early intervention (EI) and, eventually, suitable schooling in order to improve 

the difficult situation experienced by both the child and their family. Before they seek a 

diagnosis however, some parents question whether such a diagnosis will be advantageous 

to their child’s overall life chances because such a diagnosis has the potential to be a 

double-edged sword (a double-edged sword). Some parents fear that while there may be 

successful intervention with a diagnosis there is also the prospect of lifelong 

stigmatization.   

 

When parents continue with the process of seeking a diagnosis, they are met with a 

punishing diagnostic process (enduring diagnosis). The diagnostic process is a very 

difficult time to endure where family emotions run extremely high and misdiagnoses are 
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common. Most parents experience an iterative and long-winded pathway toward an 

eventual diagnosis of an ASD. Parents gradually realize that they are only just beginning 

to battle (Beginning Battle) a situation that could be potentially life-long. Parents receive 

little formal emotional support during this time even though it can be one of the most 

stressful times in these parents’ lives. Parents assess the value (assessing value) of a 

diagnosis against their own experience with their child, their research into the area and 

the potential intervention benefits gained by such a diagnosis. Parents experience 

different time trajectories when seeking a formal diagnosis of an ASD depending upon 

the conditions operating in their lives. The length of time that it takes for parents to 

believe their own estimation that there is something atypical about their child’s 

development and to then to gain an accurate diagnosis often has a direct bearing on when 

effective, early intervention (EI) can be undertaken.   

 

From their perspective, parents define early intervention (EI) as including many different 

types of therapies, educational or otherwise, delivered as early as possible and assessed 

by them to be useful in their quest to help their child learn and improve in all areas of 

development. For most parents, intervention does not just occur during the distinct time 

phase before formal schooling starts but often continues in the form of supplementary 

programs alongside the child’s regular schooling over many years. Parents often feel like 

they are waging the war (Waging War) of their lives to gain appropriate and effective 

services to maximize the potential of their children with an ASD. They gradually realize 

they will have to become self-reliant and continually strategize solutions (Strategizing 

Solutions) to secure the most appropriate educational interventions for their individual 

child with an ASD. The resources of the family, both financial and otherwise, most often 

determine the type and intensity of EI eventually afforded to the child with an ASD. 

 

Parents, who were in the most vulnerable of circumstances, had to settle (settling) for EI 

services available through the government system. This lack of family resources also 

affected the length of time taken to gain an accurate diagnosis. These parents used the 

most accessible, least intensive of the government-funded services because their reduced 

circumstances did not allow other options to be investigated or funded. By contrast, 

another set of parents felt compelled to improvise (improvising) their own early 

intervention (EI) programs because there was little appropriate, specific ASD 

intervention on offer to their child at the time. They employed maverick intervention 

strategies and implemented individualized, home-based programs so that intervention 
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could occur at the earliest possible opportunity.  A third set of parents chose to maximize 

(maximizing) their EI options for their child with an ASD by using evidence-based 

intervention programs on offer both through the private system (home-based) and later, 

the public system (school-based).   

 

Parents who were able to access evidence-based EI in a home setting (home-based) 

experienced particular difficulties in terms of prohibitive cost, availability of staff and the 

ongoing quality and intensity of these programs. Home-based EI relied heavily upon 

family and financial circumstances supporting the high demands of the program and often 

placed increased pressure on the families involved with them. By contrast, parents 

involved with school based (school-based) EI felt that it provided a high standard of best 

practice EI for children with an ASD. It reduced financial pressure on the family because 

it was government-funded and there was consistency and quality in the program delivery. 

All three early intervention pathways experienced by parents resulted in difficulties that 

were combated by the creation of various parent-devised strategies.  Some of the 

difficulties experienced by parents were time-period specific and gave rise to use of a 

particular strategy.  However, once learned, parents often used a particular strategy 

repeatedly in order to combat other similar difficulties at other times in the educational 

journey of their child with an ASD.  

 

Following on from EI, many parents knew that an appropriate education that targeted the 

strengths and difficulties of their child with an ASD was the best way to help their child 

progress during their formal schooling years. Through research and discussion with other 

families, parents had a starting belief that placing their child with an ASD into a 

mainstream formal schooling environment would give their child the best chance to take 

their rightful place in a mainstream life.  Therefore, all parents in the study initially tried 

to gain a place for their child in a mainstream schooling situation (mainstreaming). 

Parents broadened (broadening) their understanding of education for their child with an 

ASD to include both mainstream curriculum requirements and supplementary programs 

to address the individual and idiosyncratic nature of their child’s profile. This process 

was undertaken with the hope of maximizing the development and independence of their 

child with an ASD.  Parents understood that the education of the child with an ASD 

would be more expensive, intensive, time consuming and arduous than what was required 

to educate their neurotypical peers.  Parents also had the accompanying belief that a 
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successful education for their child with an ASD would eventually decrease the pressure 

on the rest of the family over the course of their child’s life.   

 

Parents often desperately chased (chasing) a mainstream schooling environment where 

their child would be welcomed for enrolment and where appropriate educational 

expertise and commitment to their child with an ASD would be available. Parents were 

very reluctant to place their child with an ASD in a school where they were unwanted 

because they feared the ongoing negative treatment their child may receive in such an 

environment. At enrolment, parents felt that their children were often perceived by 

schools to place more pressure on staff and other students and to need extra resources and 

were therefore much less desirable. Some schools identified the child’s potential lack of 

‘fit’ with what their school could supposedly offer and would often reject the child 

outright or demand specific diagnoses and external financial support in the form of aide 

time before they would willingly accept the child with an ASD. Parents combated this 

discrimination by use of many creative strategies. However, creation and use of such 

strategies placed even more pressure on the fragile lives of such families.  

 

When parents eventually gained a place for their child with an ASD at a mainstream 

school, they experienced a process of variable involvement (waxing and waning) with the 

school. Mainstream schools had many different understandings of the notion of 

‘inclusion’ and this affected the type and intensity of ‘inclusive’ teaching practice 

undertaken by staff over time. Parents had to negotiate, sometimes continuously, an 

acceptable educational pathway for their child with an ASD. This involvement process 

was variable according to the success or otherwise of the ‘inclusive’ practice operating at 

the school at the time. Parents recognized the fragile and fluid nature of the ‘inclusive’ 

practice operating in their child’s schooling context that could increase or decrease 

educational ‘fit’ (seeking progressive fit) at any time for their child with an ASD.   

 

Some parents described a situation where a crisis point (crisis point) was reached for their 

child with an ASD in a mainstream schooling context. This occurred when parents were 

compelled to remove their child with an ASD from a mainstream school continuously 

lacking in ‘inclusive’ practice. They were either told by the administration to remove 

their child with an ASD from a school situation or they felt compelled to withdraw their 

child because they were alarmed at the ongoing psychological and/or physical harm being 

experienced by their child. Parents indicated that without a firm commitment by staff to 
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‘inclusion’, appropriate resources, knowledge and specific evidence-based skills to deal 

with students with an ASD the situation rapidly deteriorated to one where the student 

with an ASD was eventually forced out of the school by their behavior. This behaviour, 

however was directly precipitated by a lack of ‘inclusive’ expertise operating in the 

schooling context at the time.  

 

By contrast, parents also revealed how they sometimes found a school environment that 

provided educational ‘fit’ (finding fit) for their child with an ASD in a mainstream 

environment. Parents indicated that the paramount element in these mainstream schooling 

environments was the unwavering devotion of the staff toward the child with an ASD and 

their family. Parents also nominated as important the welcome they received at enrolment 

and the self-awareness shown by the staff regarding their own skill level when dealing 

with a child with an ASD. This awareness allowed parents and qualified others the 

opportunity to provide appropriate, evidence-based information to staff regarding the 

individual educational requirements of the child with an ASD.   

 

Through experience, parents learned that mainstream school environments often had  

different constructs and agendas that affected their ability to continually and reliably 

provide appropriate educational ‘fit’ (seeking progressive fit) for their child with an ASD 

over time.  In response to this, parents often chose to supplement (supplementing) their 

child’s formal schooling with a multitude of interventions to ensure that they maximized 

the educational progress of their child with an ASD irrespective of their mainstream 

experience.  Supplementing was directly affected by the individual circumstances of the 

family. At its best, the school was able to work with the family to utilize the 

supplementary programs within the child’s educational program to maximize their 

development. When a family’s resources were limited, supplementing was reduced to 

what was provided through the government-subsidized system. Such services were 

lacking in appropriate individualization, intensity and quality of service provision.  

Unfortunately, when parents supplemented their child’s education they undertook yet 

another responsibility associated with maximizing the educational progress of their child 

with an ASD and this added to the already burdensome nature of their lives.   

 

When parents continually sought educational ‘fit’ (seeking progressive fit) for their child 

with an ASD in a mainstream schooling context but found such ‘fit’ constantly lacking 

some parents elected to remove their child altogether (opting out) from the mainstream 
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context by home schooling (home schooling) them. This situation was usually 

precipitated by a crisis point (crisis point) being reached in the child’s mainstream 

schooling context. Home schooling increased the ‘fit’ (seeking progressive fit) between 

the child and the educational context on offer whereby individualized education plans 

were organized to target the child’s specific profile without the need to negotiate an 

external schooling context. Parents home schooled because they were concerned about 

the ongoing negative socialization, insufficient academic progress and the failure of 

schools to understand their child’s academic and social profile or the nature of their 

disability. During home schooling, parents used formal and informal, external home 

schooling services and often adopted maverick strategies to improvise their own 

educational programs depending upon the parent’s background, experience, confidence, 

the age of the child and the nature of the educational programs that the child with an ASD 

may need.  

 

Alternatively, when parents experienced a continual lack of ‘fit’ (seeking progressive fit) 

for their child with an ASD in a formal mainstream schooling context they sometimes 

opted to place their child in a segregated (segregating) Education Support School 

contextually designed for children with disabilities. Parents inculcated in the notion of 

‘inclusion’ sometimes found it hard to reconcile such decisions with their quest to help 

their child eventually take their rightful place in the external mainstream world.  

However, parents gradually accepted over time that they must place their child with an 

ASD in an educational environment where their child could experience the best 

educational ‘fit’ (seeking progressive fit) and this included the option of an Education 

Support School. Parents noted that some of the best aspects of ‘inclusive’ practice 

experienced in mainstream schools (finding fit) were replicated in these segregated school 

environments.  

 

In the final years of the formal schooling process, parents’ thoughts turned to seeking 

progressive ‘fit’ (seeking progressive fit) for their child within the oncoming adult world 

(Framing Futures). This influenced their educational decisions and sent parents’ minds 

down future planning tracks. Previous experiences warned parents that seeking, finding, 

creating and maintaining ‘fit’ (seeking progressive fit) for their child with an ASD in the 

adult mainstream world would be an ongoing and potentially difficult quest. While 

parents had gradually learned multiple strategies (Strategizing Solutions) over time that 

helped them seek, gain, maintain and create ‘fit’ (seeking progressive fit) for their child 
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with an ASD, they had also become acutely aware of the discrimination and difficulties 

(variable negative feelings) that potentially faced their offspring with an ASD and their 

family in the external world. The final experiences of these parents during their child’s 

transition (transitioning) to both work and tertiary study during the formal schooling 

years indicated that seeking, gaining, maintaining and creating ‘fit’ (seeking progressive 

fit) for their child with an ASD in the adult world would be an ongoing and perhaps, 

lifelong quest. Parents could not just rely on external services to support their child’s 

transition process to either tertiary study or a suitable work situation.  Parents had to, 

once again, be the driving force behind the successful transition of their children with an 

ASD from schooling to tertiary study or work in the external adult world.   

 

As the schooling process progressed, some parents shifted their thinking from mainly 

focusing upon maximizing the educational potential of their children with an ASD to one 

that incorporated the quality of life experienced by all members of the family (redressing 

the imbalance). Some parents realized that unless the family could survive intact the 

chances of maintaining the best quality of life for their child with an ASD over their 

entire lifetime would be diminished. Some parents redressed the imbalance of attention 

afforded to the child with an ASD by gradually reducing their own involvement and 

importing external support and respite. Other parents redressed the imbalance by reaping 

the benefits of their child’s increased competence and independence gained during the 

formal schooling years.  By contrast, others were limited in their ability to redress the 

constant imbalance in their lives because of their reduced circumstances and the lack of 

progress achieved by the child with an ASD.  In all circumstances, improved ASD 

specific, support services was nominated as imperative to help families maintain a 

healthy balance for all family members throughout the life journey of the child with an 

ASD.   

Stage 1:
Beginning

Battle  

Stage 2: 
Waging 
War

Stage 3: 
Strategizing
Solutions 

Increasing Awareness & Confidence
Variable Negative Feelings

Stage 4: 
Framing
Futures

Seeking Progressive Fit
 

Figure 1.1: Theoretical Representation of Seeking Progressive Fit. 
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Figure 1.1 provides a diagrammatic representation of the full theory inclusive of the four 

stages and the types of movement possible throughout those four stages.  For analytic and 

diagrammatic purposes the strands of increasing awareness and confidence and variable 

negative feelings are presented as distinct; however, in the application of this model these 

entities are typically integrated. 

Conclusion 

This introductory chapter has presented a rationale for the writing of the thesis. It has also 

provided an overview of the method and research design of the thesis with an explanation 

of the reasoning that underpinned such decisions. A brief storyline was then given to 

provide a preliminary understanding of the theory of seeking progressive fit. The 

following chapter describes the contextual background of the study in terms of its 

international, Australian and West Australian context. Chapter Three then reviews the 

relevant literature that informs the design and direction of the study. Following this, 

Chapter Four outlines the conceptual framework and methods used in the study. Chapters 

Five, Six, Seven and Eight provide a detailed explanation of the analytic findings of the 

study that have been briefly outlined in the theory overview section of this introductory 

chapter. Chapter Nine concludes the thesis, providing a discussion on the generalizability 

of the theory, implications for future research and recommendations for policy and 

practice.  
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Chapter Two: Contextual Background  

 

This chapter is broken into three major sections and describes the contextual background 

to the study, locating it appropriately in both time and place. Section one, the 

International Context, gives a brief history of the international trends regarding the 

education of students with disabilities. Section two, the Australian Context gives an 

outline of how the Australian educational context has responded to such trends.  Finally, 

in section three, there is a more concentrated examination of the present West Australian 

(WA) context in relation to Autism Spectrum Disorders (ASD) with regard to Diagnosis, 

Prevalence, Early Intervention, General Disability Educational Provision and specific 

ASD Educational Provision. 

The International Context   

Historically, the international movement toward ‘inclusive’ educational practices for 

disabled students has been a gradual one. For some time, the notion of ‘inclusion’ has 

been seen as a problematic term because of its overuse and its lack of understanding in 

everyday discourse (Skidmore, 2004, p. ix). The term ‘inclusion’ is primarily used in this 

thesis to describe situations where a disabled child’s education is “embedded within the 

normative educative pathways within the classroom and the school” (Uditsky, 1993, p. 

88). More recently the term ‘inclusion’ has also incorporated the notion that schools 

should view ‘diversity as the norm’ as evidenced by the definition of ‘inclusion’ that is 

drawn on by Lynch and Irvine (2009) originally suggested by Ferguson (1995): 

                A unified system of public education that incorporates all children 
and youths as active, fully participating members of the school 
community; that views diversity as the norm; and that ensures a 
high-quality education for each student by providing meaningful 
curriculum, effective teaching, and necessary supports for each 
student. (p.286) 

  

Research tells us that there is often a divide between the rhetoric and reality of ‘inclusive’ 

practice (Kavale & Forness, 2000, Oliver & Barnes, 2010). ‘Inclusion’ is differentiated 

from the notion of ‘integration’ where disabled students may attend a regular school and 

classroom for some of the time but are segregated from their non-disabled peers at other 

times.  
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The movement toward ‘inclusion’ of the disabled in mainstream schools is underpinned 

by powerful moral, social and political arguments which assert that positive attitudes 

towards disabled people are developed when disabled and non-disabled children interact 

at school and these attitudes are sustained in adult life (Fuchs & Fuchs, 1994; Rouse & 

Florian, 1997). There has been an interaction of differing factors spanning several 

decades, in various Western countries that has influenced the range of educational 

options now on offer to disabled students within Australia. Significant international 

influences on Australia’s movement toward ‘inclusive’ practice can be found in binding 

and non-binding international conventions, disability legislation of both the United States 

of America (USA) and the United Kingdom (UK) and the deconstruction of traditional 

notions of ‘disability’ by leading voices in the disability movement over time.   

 

One significant international influence on Australia’s movement toward ‘inclusive’ 

practice has been the binding and non-binding international conventions by the United 

Nations. These have confirmed the rights of disabled students to be educated in 

mainstream schools. The United Nations (UN) Convention on the Rights of the Child 

(1989) decreed that all children with disabilities should have the right to an education that 

would allow their fullest possible social integration and individual development.  The UN 

Standard Rules on the Equalisation of Opportunities (1993) reaffirmed that the education 

of students with special needs should be an integral part of education systems (Shaddock, 

Smyth King, & Giorcelli, 2007). The influential Salamanca Statement (United Nations 

Scientific & Cultural Organisation (UNESCO, 1994) further proclaimed that schools 

should accommodate all children including those with a disability (Shaddock et al., 

2007). The Dakar Framework for Action (2000) (UNESCO, 2000) restated an 

international commitment to education for all children in ‘inclusive’, educational 

environments. This has since been strengthened by the UNESCO (2004) Changing 

teaching practices: Using curriculum differentiation to respond to students’ diversity 

(UNESCO, 2004) agreement. Since the Salamanca Statement (UNESCO, 1994) Australia 

has adopted a similar approach to the international movement towards greater ‘inclusion’ 

(Forlin, Keen, & Barrett, 2008). However, the majority of jurisdictions in Australia retain 

a continuum of placement options for disabled students (Forlin et al., 2008; Pearce & 

Forlin, 2005). 

 

Another significant influence upon Australian ‘inclusivity’ has been the movement 

toward ‘inclusive’ education in the USA.  This influence had its roots in the American 



 19 

civil rights movements of the 50s and 60s.  This movement focused attention on race-

related educational segregation, gained impetus and started to exert international 

influence during this time (Shaddock et al., 2007). This led educators, parents of disabled 

children and the disabled themselves to question the legitimacy, ethics and cost 

effectiveness of segregated educational placements of disabled students (Barnes, 1996; 

Forlin, 2004; Shaddock et al., 2007). Specific legislation in the USA in the form of the 

Education for All Handicapped Children Act in 1975 mandated that there should be free 

and appropriate public education (FAPE) for all disabled children between the ages of 3 

and 21. In 1990, this Act was amended and reauthorised under the Individuals with 

Disabilities Education Act (IDEA) (Shaddock et al., 2007). Further reauthorizations in 

1997 and 2004 (Disabilities Education Improvement Act of 2004) required school staff to 

continually monitor and evaluate the student’s progress by developing an Individualised 

Education Plan (IEP) at least once a year (Shore & Rastelli, 2006). Parents were also 

given the legal right to be involved in all aspects of their child’s education (Stoner & 

Angell, 2006). Parents were also entitled to an Individualised Family Service Plan (IFSP) 

for preschoolers at risk, which takes into account the strengths and needs of parents 

(Shore & Rastelli, 2006).  

 

Disabled students were also afforded the right to be educated with their peers in the least 

restrictive environment possible (Myles, Swanson, Holverstott, & Duncan, 2007). 

Students with behavioural difficulties were also entitled under the Act to a functional 

behavioral assessment to determine the most appropriate intervention to change such 

behaviour (Myles et al., 2007). Parents were able to request an extended school year for 

their child if the child needed help in the summer break to maintain his or her progress 

(Shore & Rastelli, 2006). Prior to the implementation of IDEA disabled individuals often 

did not attend school or were placed in segregated special education settings without 

access to the general education curriculum or their nondisabled peers (Myles et al., 2007).  

Over the past 25 years, IDEA has ensured significant progress has been made in the 

development and implementation of special education programs and services for disabled 

students in the USA (Shaddock et al., 2007).  However, ongoing concerns have been 

expressed regarding the dissonance between the rhetoric and reality of ‘inclusive’ 

practice as it operates in different educational contexts irrespective of legislation (Kavale 

& Forness, 2000). Over the past decade, this has led to an increase in litigation by some 

US parents who wish to ensure that an appropriate mainstream education is available to 

their child with an ASD (Yell, Katsiyannis, Drasgow, & Herbst, 2003). 
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The UK experienced the emergence of a similar climate of social reform that resulted in a 

comprehensive national review of educational provision for the disabled. This culminated 

in the Warnock Report (1978) which outlined recommendations and was subsequently 

used as a basis for legislation. As a consequence of the report, the Education Reform Act 

(1988) legislated that every child, disabled or otherwise, should have access to the 

national curriculum (Shaddock et al., 2007).  Subsequent to this was the implementation 

of the 1995 British Disabilities Discrimination Act (DDA) which legislated that all 

schools should allow admission of disabled students and provide facilities to allow these 

students to access an appropriate education (Shaddock et al., 2007).  This was followed 

by the Special Education Needs and Disability Act of 2001 which legislated that children 

with special needs should be educated in mainstream schools (Shaddock et al., 2007).  

One initiative was the Index for Inclusion (Booth, Ainscow, Black-Hawkins, Vaughan, & 

Shaw, 2000) which was initially devised and implemented in the UK and has been trialed 

in Australian schools (Deppeler & Harvey, 2004; Forlin, 2004; Jenkins, 2005). This 

instrument allows schools to identify and address issues surrounding ‘inclusivity’ (Forlin, 

2004; Jenkins, 2005) and has been used in both government and private West Australian 

rural and metropolitan schools in both primary and secondary sectors.   

 

Underpinning the evolving nature of the international conventions and legislation in both 

the UK and USA has been a deconstruction of traditional notions of ‘disability’ by 

international disability scholars. Skidmore (2004) asserts that there are three major 

paradigms which currently permeate modern discourse on disability. These incorporate 

the psycho-medical, sociological and organizational models of disability.  The psycho-

medical paradigm traditionally focuses on assessment and treatment of deficits in the 

individual and operates at the micro level. This theoretical model conceptualizes “special 

needs as arising from deficits in the neurological or psychological make-up of the child, 

analogous to an illness or medical condition” (Skidmore, 1996, p. 34).  ‘Disability’ is 

seen as an individualized paradigm where a disabled child’s ‘misfit’ with mainstream 

education is due, in the main, to the disabled child’s deficits and provides the rationale 

for ‘special education’.   

 

By contrast, the sociological model, asserts that there are “structural inequalities in 

education at the macro level” (Shaddock et al., 2007, p. 13). There is a clear distinction in 

this model between ‘impairment’ and ‘disability’. Whereas ‘impairment’ refers to a 
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mental or physical deficit, the term ‘disabled’ is used to describe the environmental, 

social and political relations of disability (Ainscow, 1993, 1995; Fulcher, 1993; Oliver, 

1990, 1996; Slee, 1996). While some students are deemed to have ‘special needs’ the 

onus seems to fall upon the student to ‘fit’ the system and not the reverse. This 

“individualistic gaze” is explained by Ainscow (1993) as “an approach to naming and 

framing the problems experienced by pupils and teachers which takes little or no notice 

of the wider environmental, social and political contexts in which they occur” (p. 206). It 

is the contention by a number of leading voices that it is the system itself which ‘disables’ 

because it fails to ‘enable’ many children with different educational needs to be 

successful in mainstream education (Ainscow, 1993; Fulcher, 1993; Oliver, 1990, 1996).   

 

Related to the social model is the construct of the organizational model which occurs at 

the meso or institutional level which argues that “learning difficulties arise from 

deficiencies in the way schools are currently organized” (Skidmore, 2004, p. 10).  In 

recent times this organizational paradigm has come to “assume a position of dominance 

in the field” (Skidmore, 2004, p. 7). The solution to such organizational deficiences is to 

restructure schools where a:  

               properly-implemented policy of school restructuring will produce a 
system of schooling which is better adapted to meeting the 
educational needs of all pupils, and which will therefore eliminate or 
reduce to a minimum the problem of students who fail to fulfil their 
learning potential in the formal education system (Skidmore, 2004, p. 
7). 

 

The ‘inclusive’ school would therefore, adapt and respond to the diversity found in the 

student population and no group would require a so-called ‘special’ form of educational 

provision (Skidmore, 2004). 

 

Each model draws on a distinctive theoretical framework, operates with its own implied 

epistemology and level of focus, posits a different model of causation and proposes a 

correspondingly different form of intervention (Skidmore, 2004).  There are limitations 

inherent in each paradigm. Skidmore (2004) asserts that trying to reduce ‘disability’ into 

any one of the three paradigms is potentially reductionist and does not account for the 

complexity inherent in the nature of disability.  Skidmore (2004) explains reductionism 

as “the tendency to explain an intrinsically complex phenomenon in terms of a single, 

unidirectional model of causation, and (concomitantly) to propose a single form of 

intervention as a complete and adequate solution to the problem” (p. 11).  It may be as 
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Skidmore (2004) suggests that “learning difficulties are conceptualized as the product of 

factors located within the individual, or society at large, or the school, but the possibility 

or interaction between factors operating at different levels of analysis” should not be 

“overlooked” (p. 11).  

 

‘Disability’ is increasingly being reconstructed as natural to the human condition with the 

understanding that most people will experience some form of disability (indirectly or 

directly) at some stage in their lives (Shaddock et al., 2007).  According to Shaddock et 

al. (2007), the practical implication of this is that “if disability comes to be seen as 

unexceptional then all mainstream services, including education will ‘naturally’ be 

required to take responsibility for a more diverse clientele” (p. 15). This sentiment has 

been recently echoed in the research literature on ‘inclusive’ education and best practice 

for children with an ASD where there has been a similar call to use a more unified model 

of education where all children will receive the educational support they require (Lynch 

& Irvine, 2009) as a matter of basic human rights (Nussbaum, 2009).  Shaddock et al. 

(2007) further suggests that the way forward may be “to pay more attention to the 

everyday effects on a person’s life of disability and impairment” (p. 16).  This framework 

“draws attention to what is happening, and what can be done, at the level of the body, the 

person and the society and emphasizes the person’s access, or lack of it, to activity and 

participation” (Shaddock et al., 2007, p. 16).   

The Australian Context 

Presently, Australia has no national curriculum and this means that its six states and two 

territories are individually responsible for the provision of primary and secondary school 

education. The major responsibility for ‘special education’ has devolved to the states and 

territories with the Commonwealth retaining limited power (Forlin & Forlin, 1998). 

Historically, there were limited educational opportunities for children with disabilities in 

Australia prior to the Second World War.  Following this time, federal, state and territory 

governments enacted legislation to ensure that all students of differing ages and abilities 

received an education.  To illustrate, the Western Australian Education Act (1928) was 

amended in 1952 to make education of disabled children compulsory (Chalmers, 1998).  

Responsibility for educating disabled children was originally given to the health 

departments of different states and territories.  However, by the 1970s this responsibility 

shifted to the education departments of those states and territories (Jenkinson, 2001). 

During this time, segregated ‘special education’ institutions were established and were 
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seen as the most cost-effective method of delivering intensive educational programs to 

disabled children (Jenkinson, 2001). In line with the international disability movement, 

segregation of disabled students was eventually challenged in Australia by parents, 

educators and researchers who voiced concerns about excluding disabled students from 

their non-disabled peers (Ashman & Elkins, 2005).  In response to this, the Schools 

Commission in Australia in 1975 recommended a system of ‘integration’ and by the 

1980s this was endorsed by education systems throughout Australia (Ashman & Elkins, 

2005).  Despite this, there was little ‘integration’ evident and most disabled students still 

received their education in locations that excluded them from regular classrooms 

(Dempsey, Foreman, & Jenkinson, 2002). 

 

Like its international partners, Australia has supported a strong philosophical movement 

over the last two decades toward greater ‘inclusion’ of students with special needs into 

regular school communities (Forlin, 2004). ‘Inclusion’ has been supported at a federal 

level within Australia by the enactment of both the Disability Discrimination Act (DDA) 

(Commonwealth of Australia, 1992) and the Disability Standards on Education 

(Commonwealth of Australia, 2005). The DDA has been revised several times and 

requires that educational institutions in Australia be free from discrimination on the 

grounds of disability in terms of admission, access or harassment (Commonwealth of 

Australia, 2006). The DDA has been seen as mainly providing direction for individuals 

who have experienced discrimination and does not have the far reaching human rights 

protection of the USA Bill of Rights (Lindsay, 2004). The DDA does not prevent 

discrimination from taking place but rather deals with it after the discrimination has 

occurred.  The alleged victim of discrimination must therefore take his or her case to the 

Human Rights Equal Opportunity Commission (HREOC). The HREOC does not have 

the power to enforce decisions resulting from its hearings and when conciliation has not 

been successful, the complainant has the right to take their case to the Federal Court 

(Jones & Basser Marks, 1999).  The DDA has several exemptions for institutions with the 

most contentious being the exemption of ‘unjustifiable hardship’.  This potentially allows 

any educational institution to avoid a finding of unlawful discrimination if it can prove an 

‘unjustifiable hardship’ would be imposed on their institution if it complied with the 

DDA (Commonwealth of Australia, 2006; Waldeck & Guthrie, 2004).  

 

Following on from the DDA (Commonwealth of Australia, 1992) has been the 

formulation of the Disability Standards for Education (Commonwealth of Australia, 
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2005) which explains sections of the DDA that pertain to education (O'Reilly & Smith, 

2008). These Standards have the same legal status as the DDA and encompass the 

following five areas where disabled students are entitled to support and accommodations: 

enrolment; participation; curriculum development, accreditation and delivery; student 

support services; harassment and victimization. According to the Standards 

(Commonwealth of Australia, 2005), disabled students have the same right to services 

and facilities as anyone else and education providers have an obligation to make 

‘reasonable adjustments’ (O'Reilly & Smith, 2008). The term ‘reasonable adjustments’ is 

understood to mean “an adjustment is a measure or action taken to assist a student with 

disability to participate in education and training on the same basis as other students” 

(O'Reilly & Smith, 2008, p. 146). Accommodations and support are subject to an 

educational institution receiving formal documentation regarding a students’ disability 

and their resultant requirements. An institution is only required to provide what is 

considered to be ‘reasonable’ under the circumstances and decisions do not necessitate 

consultation with all stakeholders. In line with the DDA (Commonwealth of Australia, 

1992) the Disability Standards for Education (Commonwealth of Australia, 2005) also 

has exemptions inclusive of the difficulties associated with the ‘unjustifiable hardship’ 

exemption.   

 

Despite their limitations, both the DDA (Commonwealth of Australia, 1992) and the 

Disability Standards for Education (Commonwealth of Australia, 2005) have been 

credited with exerting a major influence on education providers in Australia (Shaddock et 

al., 2007).  Modification of education policies to comply with the DDA and Disability 

Standards for Education has occurred in state and territory education departments 

throughout Australia and substantial funding has occurred to support these changes. 

However, while individual policies exist the responsibility to implement these policies 

still rests with each individual education provider.  Most states and territories continue to 

provide an array of education options including segregated special schools, education 

support centres and special education classes within regular schools however, there are an 

increasing number of students with special needs being catered for in regular classrooms 

(Ashman & Elkins, 2005; Forlin, 2004).  

 

Recent Australian research indicates that despite the legislation and resultant state and 

territory policies, Australian teachers in regular classrooms indicate that they tend to 

incorporate “accommodations that can be made for the whole class, that are efficient of 
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teacher time and effort and that do not involve major changes to class organization or 

substantial individualization” (Shaddock et al., 2007, p. xiv). This aligns with 

comprehensive international research which shows that “many teachers worldwide say 

they do not have the time or resources to make adaptations for students with significant 

individual needs and these concerns have been expressed for many years” (Shaddock et 

al., 2007, p. xiii). Hence, while disabled students may have increased rights regarding 

access and enrolment in regular schools and classrooms, issues have now arisen 

regarding the quality and outcomes of the education they receive in such environments 

(Kavale & Forness, 2000; Shaddock et al., 2007; Ypinazar & Pagliano, 2004).  

 

In relation to these difficulties, specific educational support from the federal level for 

students with an ASD has been recently undertaken.  From 2008 to 2012, in response to 

the specific needs of children with an ASD, the Australian Government has committed 

$190 million to provide a specific Helping Children with Autism (HCWA) support 

package (The Hon Bill Shorten MP, personal communication, 7 May, 2008). The 

package seeks to provide earlier and more accurate diagnosis of children with an ASD, 

increased access to early intervention programmes, and further support services for 

educators and parents/carers of children with an ASD (O'Reilly & Smith, 2008).   

 

The West Australian (WA) Context 

Diagnosis.  

Education of the disabled in WA has followed the same linear pattern set by other states 

in Australia and countries in the Western world (O'Donoghue, 1998).  The pattern has 

been initially exclusion (1830s to 1920s), through to segregation and integration (1930s 

to 1960s) and finally to limited ‘inclusion’ (1970s to late 1990s) (O'Donoghue, 1998). 

For students with a suspected Autism Spectrum Disorder (ASD) to gain funded services 

in WA they must seek a diagnosis. All states in Australia have different assessment and 

diagnostic practices for a diagnosis to be made of an ASD. To receive government 

funding in WA for early intervention and educational support parents must firstly seek a 

diagnosis of an ASD or a Pervasive Developmental Disorder (PDD). The term Autism 

Spectrum Disorder (ASD) is used interchangeably with Autism in the research literature 

and in common practice. ASD generally encompasses the subtypes of Asperger’s 

Disorder, Atypical Autism and Autistic Disorder (Australian Autism Education and 

Training Consortium (AAETC), 2008b). The umbrella term Pervasive Developmental 
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Disorder (PDD) is generally understood to be inclusive of Autism Spectrum Disorders, 

Rett Syndrome and Childhood Disintegrative Disorder (Australian Autism Education and 

Training Consortium (AAETC), 2008b; MacDermott, Williams, Ridley, Glasson, & 

Wray, 2007a).  

 

The West Australian Disability Services Commission (DSC) applies internationally 

recognized standards for diagnosis (Lewis, 2009). Primary government diagnostic and 

assessment agencies (State Child Development Centre, DSC Individual and Family 

Support Autism Team) and private practitioners/organizations are currently able to make 

ASD diagnoses (Lewis, 2009).  Presently in WA, the Diagnostic and Statistical Manual 

of Mental Disorders, fourth edition, text revision (DSM-IV-TR) (American Psychiatric 

Association, 2000) is the most commonly used basis for diagnosis of children with a 

PDD (Lewis, 2009). According to the DSM-IV-TR, PDDs are “characterized by severe 

and pervasive impairment in several areas of development: reciprocal social interaction 

skills, communication skills, or the presence of stereotyped behaviour, interests, and 

activities” (American Psychiatric Association, 2000, p. 69). There are five complex, often 

severe, neurological disorders under the PDD category where manifestations vary greatly 

depending upon the developmental level and chronological age of the individual. These 

are: Autistic Disorder; Rett’s Disorder; Childhood Disintegrative Disorder; Asperger’s 

Disorder and Pervasive Developmental Disorder Not Otherwise Specified (Including 

Atypical Autism).  

 

To gain a diagnosis, parents or carers generally seek a referral from medical and allied 

health practitioners, school psychologists and/or other educators in both government and 

private sectors (MacDermott et al., 2007a). The Disability Services Commission (DSC), 

Health Department and private practitioners are then able to receive the referral and 

organize an assessment (MacDermott et al., 2007a). Diagnosis currently usually involves 

a multi-disciplinary team made up of a paediatrician, psychologist and speech pathologist 

conducted either privately or through the health or disability sectors (Palm Consulting 

Group, 2005).  However, when needed, a psychiatrist, social worker and occupational 

therapist may also be involved (MacDermott et al., 2007a). The multi-disciplinary team 

responsible for the diagnosis then makes intervention referrals and recommendations.  

The client is then referred to DSC for eligibility for level and type of services 

determination (MacDermott et al., 2007a).  
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Diagnosis through the government system and private practitioners has often been a 

protracted experience in WA with limited funding and intervention at the end of the 

process. According to the Western Australian Autism Diagnosticians’ Forum Spring 

2007 Newsletter (Western Australian Autism Diagnosticians’ Forum, 2007) wait list 

times for diagnosis of an ASD in Western Australia approximated the following: 

State Child Development Centre: 
Preschool: 8-12 months 
School-aged: 18-24 months 
 
Private Practice: 
Paediatricians: up to 6 months 
Clinical Psychologists: up to 6 months 
Speech Pathologists: 1-6 months 
 
Disability Services Commission: 
Metropolitan: 
Preschool: 3-12 months 
School-aged: 18-24 months 
 
Country: 
Preschool: 6 months 
School-aged: 12-18 months (Volume 2, Issue 2, p. 7) 
 

WA has a relatively high standard of practice regarding the difficult task of diagnosis.  

There is a WA Autism Diagnosticians’ Forum that meets quarterly to discuss 

international standards, processes, and clinical issues in assessment and diagnosis of 

ASDs.  This forum includes clinicians across the disciplines of speech pathology, 

paediatrics, psychiatry, social work, psychology and research who are working in the 

government and non-government sectors. Recently the federal HCWA package has 

provided some funding ($20.7 million) for diagnosis and development of a treatment plan 

for children under the age of 13 years.  There is also funding available associated with the 

treatment plan for allied health treatment (psychologists, speech pathologists and 

occupational therapists) for children under 13 years to access a maximum of 20 treatment 

services (The Hon Bill Shorten MP, personal communication, 7 May, 2008).   

Prevalence. 

WA is the only state in Australia that presently has an ASD diagnostic register, the WA 

Register for Autism Spectrum Disorders (Glasson et al., 2006). The register is prospective 

and has been collecting information since 1999 on: the number and ages of people 

diagnosed; the severity of disability; shared biological, psychiatric and developmental 

features; and group changes over time (Glasson et al., 2006). It serves as a primary 
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resource to researchers, clinicians and service providers to assist with their knowledge of 

ASDs in WA (Glasson et al., 2006). According to the latest report, WA is an ideal 

location to manage a register because of its geographic isolation and centrally distributed 

population (Glasson et al., 2006). The register has application in both research and 

planning for services. There has been a recent announcement by the federal government 

that there will also be a National Autism Register for all ages set up so that there is a 

reliable understanding of the prevalence of ASD across Australia (The Hon Bill Shorten 

MP, 2009). 

 

The latest WA Register for Autism Spectrum Disorders (2004 Report) indicates that 

during the period January 1st 2004, to December 31st 2004, 237 people were diagnosed 

with an ASD in WA (Glasson et al., 2006). Over the past two decades the number of new 

diagnoses per year has increased nearly 20 fold (Glasson et al., 2006). This increase in 

identified children with an ASD has been similarly observed internationally (MacDermott 

et al., 2007a). More recent reports indicate that approximately 300 WA children are 

diagnosed with an ASD each year (Painter, 2009). 

 

In 2004, Autistic Disorder accounted for 82% of the diagnoses, PDD-NOS for 12% and 

Asperger’s Disorder for 6% (Glasson et al., 2006). In 2004, 105 people (44%) were 

reported to have at least one comorbid medical condition along with their ASD and 96 

(41%) were reported as not having any other condition. Attention Deficit (Hyperactivity) 

Disorder (ADHD) had the highest rate of comorbidity followed by epilepsy (Glasson et 

al., 2006). In 2004, the age at which a diagnosis was made ranged from 21 months to 26 

years with a median age of 5 years. Consistent with the gender bias in Autism, 195 males 

and 41 females were diagnosed with an ASD during 2004 and represented a male to 

female ratio of 4.8:1 (Glasson et al., 2006).   

 

During 2004, at least 38% of this population did not have an accompanying intellectual 

disability. Adaptive behaviour was also measured for this population where ‘adaptive 

behaviour’ is understood to be a person’s ability to adapt to and manage their 

surroundings (Glasson et al., 2006). The Vineland Adaptive Behavior Scales was used to 

assess adaptive behaviour where scores between 85-115 are considered age appropriate.  

The overall adaptive mean score for this population diagnosed since 1999 was 58 with a 

range of scores from 24-118 (Glasson et al., 2006).  Language skills measured during 

2004 at time of diagnosis indicated that 15% were described as non-verbal, 11% as 
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having echolalia or jargon, 11% as limited functional, 33% as having delayed language, 

16% with atypical language and 13% were developing age-appropriate language (Glasson 

et al., 2006).    

Early Intervention. 

After diagnosis, The DSC Eligibility Coordinator provides the family with a letter 

informing them of what services their child is eligible. The family then chooses which 

early intervention provider they wish to receive services from and wait lists vary at each 

centre (Lewis, 2009; Painter, 2009). Parents who want to use government funding for 

early intervention (EI) may choose from three accredited Autism early intervention 

providers (Autism Association of Western Australia [AAWA]; Intervention Services for 

Autism and Developmental Delay [ISADD]; and, Disability Services Commission [DSC] 

Individual and Family Support Autism Service) who offer a choice of ASD early 

intervention models (Lewis, 2009). They may also choose to use other organizations that 

have contracts with DSC to provide EI services for children with disabilities (Therapy 

Focus, DSC and Kids are Kids!) (Lewis, 2009). Parents may also choose private 

organizations/professionals where families may purchase services. To help families 

choose from the many different EI alternatives presently on offer, Therapy Focus has 

published an Autism Services Directory in both 2008 (Lewis, 2008) and 2009 (Lewis, 

2009). 

 

Unfortunately, some government-funded EI services that are on offer do not provide the 

type or intensity of intervention recommended in best practice programs (Roberts & 

Prior, 2006) at the earliest possible time and wait lists are common (Painter, 2009). 

Funding for one of the most efficacious interventions based on long term research 

(Roberts & Prior, 2006) is presently still under-funded, although extra money has 

recently become available through the federal Helping Children with Autism (HCWA) 

package.  The package provides all children aged six and under who are diagnosed with 

an ASD and are not yet school-age to gain funding of up to $12 000 (up to $6 000 per 

financial year) to assist with the financial cost of accessing EI services. This funding is 

not dependant upon whether the child with an ASD has an accompanying intellectual 

disability.  Parents access this funding through an Autism Advisor located at the Autism 

Association of WA. This figure falls far short of providing appropriate funding for the 

intensity of EI recommended by a recent government review (Roberts & Prior, 2006) 

which investigated current research regarding the most effective models of EI for 
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children with an ASD. The recommended model of intervention was based on Applied 

Behaviour Analysis / Discrete Trial Training (ABA/DTT) methods and recommends that 

EI “be extensive and intensive” and be conducted “a minimum of 20 hours a week over 

two or more years” as early as possible in order for young children to make major gains 

(Prior & Roberts, 2006, p. 3). Government funding for this model is still inadequate and 

does not cover the hours per week of recommended intervention needed in best practice 

models.  Most families will still continue to struggle to find up to $60,000 per year 

(Eccleston, 2005), even with the HCWA package, to cover the intensive therapy needed 

to conduct this model even though it is seen as one of the most efficacious early 

intervention models for children with an ASD (Prior & Roberts, 2006).   

 

WA also presently has EI transition to school programs conducted by the West Australian 

Department of Education and Training (DET) to teach essential skills to children with an 

ASD or Global Developmental Delay/Special Needs for eventual transition into 

mainstream (Lewis, 2009). These programs are conducted over the kindergarten and 

preprimary years and are generally based on the principles of ABA incorporating DTT. 

Presently there are the Kenwick, Kim Beazley and Sir David Brand Programs, 11 

Education Support Centre Early Intensive Intervention trial sites and four established 

Autism Units (Lewis, 2009). The 11 Education Support Centre Early Intensive 

Intervention sites are still in the trial stage of the program and have a minimum 

staff/student ratio of two staff for up to six children per site (Lewis, 2009). The more 

established DET Autism Units were set up in response to research and parent input 

outlined in the report commissioned by Department of Education and Training, Models of 

Educational Service Provision for Students with Autsim Spectrum Disorder within 

Government Mainstream Schooling (Crosby, 1998).  The report indicated that parents 

wanted a government funded, supplementary best practice EI program specifically using 

ABA/DTT that would allow their children to gain skills to cope more successfully with 

eventual mainstream schooling (Crosby, 1998).   

 

The Autism Units presently cater for only 24 students in total across the metropolitan 

area and demand for places is high. Only 12 places are available in the kindergarten year 

and another 12 places in the pre-primary year across the four units (presently on two 

schools sites) in the Perth metropolitan area (Lewis, 2009). The Autism Units have a 

maximum number of three students in each class at any time and each unit has a fulltime 

teacher and two fulltime education assistants.  They have had two independent 
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evaluations undertaken with follow-up of students now in mainstream. Results indicate 

that students make encouraging progress and that these gains are sustained in mainstream 

settings with minimal support (Banks, 2005).  For children in the country DSC Country 

Services Early Years Consultancy Team provides some EI services (Lewis, 2009).  Rural 

children also have access to an additional $2,000 to fund EI through the federal HCWA 

support package. 

General Disability Educational Provision.  

Each Australian state or territory is required to ensure that federal legislation regarding 

schooling for children with special needs is appropriately embedded within their 

individual Acts and policies (Forlin, 2004). Various educational reports (Andrews, 

Elkins, Berry, & Burge, 1979; Beazley, 1984; Shean, 1993) undertaken in WA have 

increasingly supported the principle of integration. These reports and subsequent 

legislation and policy documents have led to improvements in service provision towards 

placement of disabled students in regular schools, whenever possible (Education 

Department of Western Australia, 1993, 1998, 1999; Forlin, 2004).   

 

WA school-age children are currently educated in a variety of settings ranging from one-

teacher schools in remote rural locations to large senior high schools (both public and 

private) in metropolitan locations with student populations of 2,000 or more.  The system 

is similar to those operating in other Western nations in that WA has generally well 

trained teachers, modern school facilities and educational resources, and highly 

developed curricula. Students with general disabilities constitute 3-4% of the total student 

population in WA government schools with the majority attending local schools with 

differing provision of resources, services and supports (Department of Education and 

Training, 2004; Forlin, 2004). A continuum of placement options still exists in WA and 

range from segregated Education Support Schools, Education Support Centres (separate 

schools on shared sites with regular schools), Education Support Units (classes within 

regular schools), to full inclusion in regular schools (Forlin, 2004).  Presently, disabled 

students in WA may experience a range of segregated, integrated, inclusive or home-

schooling educational settings (Forlin et al., 2008; O'Donoghue, 1998; O'Donoghue & 

Chalmers, 2000; Reilly, 2007; Wills & Jackson, 2000). With regard to the majority of 

students with an intellectual disability in WA, these students are most often enrolled in an 

Education Support Unit, Education Support Centre or Education Support School (Forlin, 

2005a; Forlin et al., 2008).   
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Recent initiatives by DET regarding providing ‘inclusive’ practice have included a 

comprehensive review of educational services for students with disabilities in the form of 

the 2004 Pathways to the Future (Department of Education and Training, 2004).  This is 

DET’s current blueprint regarding ‘inclusive’ schooling and recognizes that the 

“educational needs of students are paramount in the provision of appropriate supports and 

services” (Department of Education and Training, 2004, p. 25).  The movement toward a 

social and organizational model of disability adopted in this document focuses on 

providing adjustments to the teaching and learning environment to enable all students to 

gain equitable access to the curriculum.  This broadening of focus includes not only 

students who have identified disabilities but also those students who have “identified 

educational needs including learning difficulties and a range of learning impairments” 

(Department of Education and Training, 2004, p. 5).  The report outlines the seven 

principles of ‘inclusive’ education adopted in the review: (1) all students have the right to 

enroll, access and participate in schooling which meets their individual needs; (2) all 

levels of the system value diversity and operate within an ‘inclusive’ framework; (3) a 

range of effective and appropriate adjustments is provided to ensure access, participation 

and achievement; (4) adjustments are provided on a needs basis and are equitably 

resourced; (5) the system supports the development of pedagogy to meet individual 

student needs; (6) the range of coordinated programs and services provided are flexible 

and delivered according to student needs; and (7) services are provided and supported by 

collaborative models and partnerships (Department of Education and Training, 2004).   

 

This report is a movement toward the current notion that ‘disability’ is only one of the 

many possible sources of individual and diverse learning needs occurring in a student 

population that should be addressed (Shaddock et al., 2007). This is in line with 

Shaddock et al.’s (2007) recent contention that “this growing emphasis on the individual 

needs of all students suggests that the pedagogical focus must shift from adaptations for 

special needs or disability to universal design pedagogy” (p. xii).  Along these lines, 

‘inclusive’ education should therefore be flexible and responsive and enable all students 

to achieve within a common curriculum with adjustments to content, teaching methods 

and materials implemented from the planning stage (Shaddock et al., 2007). 

 

Over recent years there has been an increase in the number of disabled students, 

especially those with so called ‘invisible’ disabilities, sitting for assessments at points of 
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transition from school to work or tertiary study (Jenkinson, 2001).  The Australasian 

Curriculum Assessment and Certification Authorities (ACACA) developed the 

Guidelines for Assessment Quality and Equity (1995) and confirmed the right of students 

of ‘difference’ to alternative assessments and accommodations (Toner, 2009). All 

Australian states and territories education departments have now given disabled students 

the right to request accommodations during assessments. Potential accommodations 

include: separate settings, extra time, alternative presentation and response modes (Toner, 

2009). Disabled students need to justify their reasons for requiring accommodations 

substantiated by expert opinion to prove that they are not seeking an unfair advantage 

(Cumming, 2006).  Applications for special examination arrangements in WA’s Tertiary 

Entrance Examinations (TEE) have increased from 90 in 1995 (Curriculum Council of 

Western Australia, 2001) to 327 in 2007 (Curriculum Council of Western Australia, 

2007). 

  

International research of students with general disabilities has shown a gradual increase 

in the number of students with disabilities entering universities, with the biggest increase 

being students with ‘invisible disabilities’ (Wolf, 2001).  In Australia, this increase has 

been due to the overall improvement of educational provision of the disabled and the 

Federal government’s formal recognition of people with disabilities as a designated 

equity group entitled to accommodations in tertiary study (Cooper, 2003). University 

policies introduced in response to the 1992 Disability Discrimination Act 

(Commonwealth of Australia, 1992) affirmed the responsibility of the tertiary sector to 

provide necessary accommodation for disabled students to realize their potential in higher 

education (Toner, 2009). The number of disabled students attending Australian 

universities doubled between 1996 and 2006 (Carrick Institute for Learning and Teaching 

in Higher Education, 2006). In 2006, an original policy Guidelines Relating to Students 

with a Disability (Australian Vice-Chancellors' Committee, 1996) was upgraded and 

revised to comply with the Disability Standards on Education (2005) (Commonwealth of 

Australia, 2005).  It covered three key areas: Policy and Administration; Teaching and 

Learning; and Campus Life. The Guidelines also obliged all universities to have a 

Disability Action Plan, which is lodged with Universities Australia. A website, Creating 

Accessible Teaching and Support (CATS) is available to university staff to assist them in 

meeting the requirements of the Guidelines and their institution’s individual policies 

(Toner, 2009).   
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Most tertiary institutions in WA have mandatory policies to support students with 

disabilities. According to recent reports, there has been a significant increase in students 

with ‘invisible disabilities’ seeking accommodations in the WA tertiary sector (Toner, 

2009), although the real number of disabled students needing accommodation is probably 

under-reported (James, Baldwin, Coates, Krause, & McInnis, 2004).  In 2004 the Federal 

Department of Education, Science and Training (DEST) indicated that 3.4% of the 

university population had declared disabilities, this figure was below the government’s 

own estimate of 4% indicating that some students are not being identified or receiving 

support or accommodations (James et al., 2004). Research has indicated that some 

students with ‘invisible’ disabilities at tertiary level fear perceived reactions to their 

disability and therefore do not declare their disabled status (Patwell & Herzog, 2000; S. 

Smith, English, & Vasek, 2002; Wade, 2003). When tertiary students do declare their 

status to receive accommodation they must furnish documentation to prove their disabled 

status and an agreed ‘management plan’ is then discussed, approved and distributed to 

those concerned. Disability officers in WA tertiary institutions have no control over 

lecturers’ teaching methods and can only make recommendations regarding appropriate 

accommodation regarding individual students’ needs (Toner, 2009). At this stage, the 

WA tertiary sector provides support when it is requested by individual disabled students. 

Flexible methods of course delivery are sometimes on offer to benefit all students who 

potentially have learning differences. There is less effort by the tertiary sector to 

proactively promote universal teaching design in all teaching staff to cater for individual 

student differences (Scott, McGuire, & Foley, 2003; Silver, Bourke, & Strehorn, 1998; 

Toner, 2009).  

ASD Educational Provision. 

Presently, WA students with an ASD can be found in mainstream schools, schools with 

Education Support Units, Education Support Schools/Centres and in home schooling 

environments. They may be enrolled in a DET school, a Catholic Education Office of 

Western Australia (CEOWA) school or an Association of Independent Schools of 

Western Australia (AISWA) school. All of these schools have varying ASD educational 

provision. DET provides services for students with disabilities, including those with an 

ASD, through their Schools Plus (SP) and Center for Inclusive Schooling (CIS) programs 

(MacDermott et al., 2007a).  CEOWA provides a Special Learning Needs Team who help 

schools respond to the special needs and talents of students who experience significant 

difficulties with learning; support the inclusion of students with disabilities in appropriate 
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educational settings; and promote exemplary pedagogical practices for students with 

special learning needs (MacDermott et al., 2007a). AISWA employs two Inclusive 

Education Consultants who are available to give advice aimed at supporting their students 

with learning difficulties and disabilities. The consultants provide a range of collaborative 

services for parents and teachers within and across member schools (MacDermott et al., 

2007a). 

 

From the commencement of school-age, the major educational service provision for 

children with an ASD rests with the DET. A 1998 report, Models of Educational Service 

Provision for students with an ASD within Government Mainstream Schooling (Crosby, 

1998), sought information about existing practices so that policy and a range of 

educational options could be developed to cater for the varying needs of students with an 

ASD in WA government schools. Results indicated that in order to meet the needs of a 

wide range of students with an ASD in a variety of mainstream schools a flexible 

approach to the delivery of educational services was essential. A range of issues were 

identified that impact on the ability of the DET to develop and implement effective 

models of service delivery for students with an ASD. No single approach completely 

addressed all the issues as many of the solutions had a degree of incompatibility with 

solutions to other issues (Crosby, 1998).  

 

The WA Autism Management Group who oversee state-wide educational services for 

students with an ASD indicated during the 2005 Parliamentary Estimates Hearings that 

there is an ever increasing number of students with an ASD attending public schools (197 

in 1995 to 1047 in 2005); and that there were limited planning and strategies in place to 

support students with Autism in the area of transition from primary to secondary school; 

and there was a low level of retention and participation of students with an ASD in 

secondary schools (Banks, 2005).  Key initiatives included an Autism Intervention Team 

and Team Leader (Autism) based at the Centre for Inclusive Schooling (CIS); specific 

training of school psychologists, teachers and teacher aides in knowledge and 

understanding of ASDs; allocation of funds to establish four Principal Consultants and 

211 (0.3FTE) Learning Support Coordinators (LSC); extra support  for a targeted high 

school group of students with an ASD; establishment of a Joint Wrap Around Project to 

allow agencies to be more responsive to families; and in future, education support schools 

to be located on mainstream school sites (Autism Management Group, 2005). 
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In relation to specific educational service provision for students with an ASD in WA, the 

WA government has indicated commitment to providing evidence based, flexible and 

responsive support to students with an ASD in public schools (Banks, 2005).  Their 

nominated aim is to provide a quality lifelong learning environment in which everyone 

will have the opportunity to reach their learning and skills potential and contribute to 

society (MacDermott et al., 2007a).  In relation to this, Schools Plus (SP) (Department of 

Education and Training, 2006) was developed by DET as a model of informed practice to 

match the educational needs of students to supplementary resourcing for schools. SP 

allows schools to plan, implement and review appropriate educational programs on the 

basis of educational need and provides supplementary resources to schools that have 

eligible students.  ASD qualifies as one of the 8 groups identified by SP as an eligible 

condition.  This is determined on a case-by-case basis and the student must require 

significant levels of ongoing adjustments that are beyond the school’s current level of 

resourcing to access SP support (MacDermott et al., 2007a).  

 

The DET Centre for Inclusive Schooling (CIS) also provides support to government 

school students with an ASD. The CIS provides statewide support for students with 

disabilities and learning difficulties via dedicated teams inclusive of the Autism 

Intervention Team (AIT).  The AIT is comprised of a Team Coordinator and Visiting 

Teachers for Students with Autism (MacDermott et al., 2007a).  The AIT allocates team 

members according to particular districts’ needs and the team meets on a regular basis to 

discuss student, school and district based issues and needs (MacDermott et al., 2007a). 

DET is presently the only state education department to be one of the four members of 

the national Australian Autism Education & Training Consortium (AAETC) responsible 

for the formulation and implementation of the Helping Children with Autism (HCWA) 

package being undertaken across Australia during 2008-2012 (Australian Autism 

Education and Training Consortium (AAETC), 2008a; Australian Autism Education and 

Training Consortium (AAETC), 2008b). This package provides nationwide professional 

development for teachers and other school staff in both metropolitan and country areas to 

support school students with an ASD. Workshops and information for both parents and 

carers of preschool and school-aged children with an ASD (including an ASD website) in 

both city and rural areas are also being provided through the HCWA initiative. An 

interim evaluation (Australian Autism Education and Training Consortium (AAETC), 

2009) of the positive partnerships component of the HCWA support package is promising 

and indicates that participants in the professional development program have “reported 
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statistically significant increases in five areas: attitudes, knowledge, skills, inclusive 

teaching and collaboration and partnerships” (Australian Autism Education and Training 

Consortium (AAETC), 2009, p. 1).  It is also reported that “participant evaluation data 

from the parent/carer workshops and information sessions indicates statistically 

significant increases in knowledge of educational environments, knowledge of parenting 

and partnerships” (Australian Autism Education and Training Consortium (AAETC), 

2009, p. 2). 

 

In 2008, DET was reported to have 1187 students enrolled with an ASD diagnosis over 

488 schools (MacDermott, 2008). A DET representative (Rosendorff, 2007) provided the 

following graph regarding numbers of students with an ASD in successive years of 

schooling accessing government mainstream education for the year 2007 at a presentation 

to parents on 28 August, 2007: 

 
Figure 2.1: Numbers of Students with an ASD in Mainstream DET Schools in 2007. 

 

This graph indicates both the rising number of students entering the WA mainstream 

government school sector and the noticeable attrition rate over time of students with an 

ASD especially at the high school level. To address these difficulties four specific DET 

Secondary Autism Extension Units have been set up in 2008 and 2009. According to a 
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representative of the DET Centre for Inclusive Schooling, these units have been 

specifically designed for students with an ASD in Years 8, 9 and 10 with the intention of 

being responsive and flexible to the individual needs of such students (McDonald, 2008, 

September 10). Each unit presently caters for approximately six students who have a 

diagnosis of an ASD with staffing of one teacher and 2.5 aides per unit. The Units 

provide a different model of service delivery to high school students with an ASD who 

are experiencing significant difficulties in a high school setting and are at risk of 

disengagement and alienation (McDonald, 2008, September 10).  

 

The students in the Units have access to both a mainstream and a home-room 

environment within the school. Staff involved in the Units have specialist training and are 

given support by the DET Autism Intervention Team. The educational program 

undertaken is flexible and is determined by the students’ individual needs. The learning 

program uses such evidence-based practices as transitional programming, structured 

environments, specific teaching strategies, computer technologies, visual tools and 

documented education plans. The program also offers students with an ASD the 

opportunity to explore their special interests. The Units have not yet been independently 

evaluated.  

 

In relation to university courses available to pre-service primary and high school 

teachers, these courses are presently ad-hoc in their content regarding ‘inclusivity’ and 

may or may not have much specific instruction on supporting or accommodating students 

with an ASD. To combat this, the WA DET Centre for Inclusive Schooling is currently 

offering tertiary institutions a 32 hour, semester-long accredited unit of instruction on 

supporting students with Autism Spectrum Disorders in the mainstream classroom 

(McDonald, 2008, September 10).  Not all faculties in the WA tertiary sector have the 

inclination, time or the requisite funding to include such courses in their pre-service 

teaching programs even though such instruction has widespread application for the 

increasingly diverse population regular mainstream teachers must now accommodate and 

support in their ‘inclusive’ classroom.   

 

In terms of specific investigation of the current state of students with an ASD at a tertiary 

level, little research has been done in Australia or Western Australia. Preliminary 

international research (Smith, 2007) into support services for students with an ASD in 

higher education indicates that there are an increasing number of individuals with an 
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ASD entering tertiary education. While some limited support is available through student 

services, it is most often generic in nature and not ASD specific or tailored to the 

individual needs of the student (Smith, 2007). 

 

Conclusion  

This chapter has provided a brief, concentrated description of pertinent aspects of the 

context of this study.  It identifies the differing factors that have influenced, over several 

decades in various Western countries, the range of educational options now on offer to 

disabled students within Australia and WA. This chapter also provided a more specific 

investigation of the WA context inclusive of the following areas: prevalence, diagnosis, 

early intervention, general disability educational provision and ASD educational 

provision. The following chapter will provide a review of the research literature and is 

approached with the intention of providing a general overview of relevant areas of 

research that inform this study. 
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Chapter Three: Literature Review  

 

While the research field regarding educating a child with an ASD has grown 

exponentially, parents often find it difficult to navigate their best course of action in 

relation to educating their individual child because all children with an ASD have their 

own unique profile and progress. It is increasingly evident that there is no single best-

suited and universally effective educational method for all children with an ASD over 

time. Research has found that the best programs are those that incorporate a variety of 

objectively verified practices and are designed to address and support the needs of 

individual students and the professionals and families with whom they are linked 

(National Research Council, 2001; Olley, 1999; Simpson, 2005, 2007; Simpson, de Boer-

Ott, & Smith-Myles, 2003).  In relation to how parents deal with this situation over time 

there has been limited research undertaken. The current investigation seeks to address 

this gap in the research. 

 

The longitudinal study reported in this thesis has a broad focus and as such treatment of 

the research literature is approached with the intention of providing a general overview of 

prospective pertinent areas of the research literature that may eventually inform the study.  

This chapter examines the research literature in five main sections: History; Prevalence; 

Aetiology; Social Impact and Coping; and Education.  The final section on Education is 

given a much more concentrated investigation due to its particular relevance to this study. 

Education is further broken into the following eight sub-sections: Evidence Based 

Practice; Early Intervention; Formal schooling; Post Secondary Education; How Parents 

Deal with the Education Process; Australian & WA General Disability Educational 

Provision Research; and WA ASD Educational Provision Research. 

 

In relation to how a literature review should be conducted according to the grounded 

theory method used in this study, classic grounded theorists (Glaser, 1978; Glaser & 

Strauss, 1967) initially indicated that researchers should delay their review of the 

literature until they had completed their data analysis.  They did this so that they were not 

unduly influenced by earlier understandings of the research area and could therefore, 

import preconceived ideas into their work. Since then the field has progressed to include 

an understanding that “we all bring to the inquiry a considerable background in 

professional and disciplinary literature” (Strauss & Corbin, 1990, p. 48), however, the 
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place of such literature during the research process is still “somewhat ambiguous” 

(Charmaz, 2006, p. 165).  Hence, I have adopted a position of “theoretical agnosticism” 

(Henwood & Pidgeon, 2003, p. 138) in relation to the research literature whereby the 

researcher takes “a critical stance toward earlier theories” where extant concepts must 

earn their way into the grounded theory (Charmaz, 2006, p. 166).   

 
 

History 

The term ‘Autism’ has its origins in the Greek word ‘autos’ meaning ‘self’. According to 

the prominent UK psychiatrist and ASD researcher Lorna Wing (Wing, 1976), this term 

was originally used by Swiss psychiatrist, Eugene Bleuler, nearly a century ago to 

describe individuals who seemed to escape from reality into the isolation of 

schizophrenia. In terms of education of such people, the earliest cited case is that of the 

so-called ‘Wild Boy of Aveyron’. In the early 1800s a French physician named Jean 

Marc Itard attempted to educate a young ‘wild’ boy, Victor, who was found living alone 

in a forest. The child exhibited many behaviours often associated with ASDs, such as 

rocking back and forth, perseverating on an object, an indifference to people and a fear of 

loud noises.  Itard took the child to Paris and attempted to educate the boy in such areas 

as communication and social skills (Itard, 1962).  Itard had hopes of curing the child 

because he assumed that the child’s problems stemmed only from his lack of human 

contact.  However, even though he was able to teach the child to read and follow simple 

directions, the child was never able to fully relate to others and continued to have limited 

language skills (Itard, 1962). Historically, Itard has been creditied as being one of the 

pioneers of ASD education (Frith, 1989).   

 

In more recent times, two physicians on different continents noted similar unique 

behaviours in two different sets of children.  In 1943, in his ground breaking paper, 

Autistic Disturbance of Affective Contact (Kanner, 1943), Leo Kanner, a U.S. researcher 

at Johns Hopkins University, described eleven children in his study as having “inborn 

autistic disturbances of affective contact” (p. 50). Coincidentally in 1944, the Austrian 

physician, Hans Asperger, studying a similar group of four children in Austria published 

his results in his research paper, Autistic psychopathy in childhood (Asperger, 1991 / 

1944). Unfortunately, his contribution was not widely recognized until some 40 years 

later when Lorna Wing coined the term ‘Asperger’s Syndrome’ to describe the high-

functioning children she was studying at the time (Wing, 1981). It has also only been 
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recently recognized that in 1926 a Russian neurology student, Dr. Ewa Ssucharawa, 

published a research paper with a description of children that would today be described as 

having Asperger’s syndrome (Attwood, 2007).  However, Ssucharewa’s description was 

originally known as Schizoid Personality Disorder (Attwood, 2007). 

 

In his study, Kanner (1973) described the children’s behaviour as “characterized by 

extreme aloneness and preoccupation with the preservation of sameness” (p. 100). 

Kanner indicated that these children displayed: an inability to relate to others; a failure to 

assume an anticipatory posture; an excellent rote memory; delayed echolalia; literalness; 

an all-powerful need for being left undisturbed; monotonously repetitious noises and 

motions; a limitation in the variety of spontaneous activity; good general appearance; and 

cognitive potential (Australian Autism Education and Training Consortium (AAETC), 

2008a). Kanner postulated that the cause of this behaviour could be both environmental 

and biological. He noted that many of the children’s parents seemed cold, detached and 

obsessive. He called for research into the biological, psychological, and social aspects of 

Autism. Unfortunately, these observations led to “the development of the notion that 

Autism was caused by cold, unfeeling parents” (Australian Autism Education and 

Training Consortium (AAETC), 2008a, p. 5).  This was the beginning of parents being 

seen as the possible cause of their child’s Autism. Unfortunately, this led to many 

decades of research investigating the legitimacy of such a proposition and the persecution 

of parents who had a child with Autism during this time.  

 

In a similar vein, Hans Asperger observed that the children in his study lacked 

appropriate social maturity and reasoning (Asperger, 1991 / 1944). There was seemingly 

a gap between the children’s emotional maturity and their intellectual abilities. They 

showed impairments in verbal and non-verbal communication and had preoccupations 

with specific areas of interest. Some of the children also had learning and social 

difficulties at school. They showed a need for more self-help and organizational skills 

and had coordination difficulties.  Asperger also described how these children were often 

extremely sensitive to sounds, aromas, textures and touch (Attwood, 2007). Asperger has 

been credited with the idea of Autism being on a continuum where some children in his 

study showed superficially normal language development and IQ (Attwood, 2007).  

Importantly, Asperger did not view these children as having a mental illness but rather a 

personality disorder and hypothesized that “the condition was probably due to genetic or 

neurological, rather than psychological or environmental, factors” (Attwood, 2007, p. 
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13).  According to Attwood (2007), “it is apparent that he (Asperger) considered autistic 

personality disorder as part of a natural continuum of abilities that merges into the normal 

range” (p. 13). Over three decades, Asperger observed that the personality disorder was 

life-long and stable and that the specific talents of these children could be utilized to gain 

successful employment and in some cases, develop life-long relationships (Attwood, 

2007). 

 

The 1950s and early 60s saw the rise of parent attribution theories whereby early severe 

stress was seen as a possible cause of a child’s Autism. This early stress was either 

supposedly caused by a separation between the parents and child at a critical stage of ego 

development or where there had been early trauma such as a family tragedy or discord 

(Cantwell & Baker, 1984). In particular, an Austrian Jewish psychologist and 

concentration camp survivor, Bruno Bettleheim, furthered Kanner’s original assertion 

that parents could be to blame for their children’s Autism in his best known work, The 

Empty Fortress: Infantile Autism and the Birth of the Self (Bettelheim, 1967). He 

theorized that ‘refrigerator mothers’ were somehow responsible for their child’s 

difficulties (Bettelheim, 1967). Professionals viewed such ‘refrigerator parents’ as 

responsible for their children withdrawing into their own world.  Treatment sometimes 

consisted of psychotherapy for parents and play therapy for the children and often the 

child was removed from the home and placed into an institution (Schopler, 1971; 

Schopler & Mesibov, 1984; Schreibman, 1988). Bettleheim’s work has since been 

discredited because of a profound lack of empirically-based evidence (Australian Autism 

Education and Training Consortium (AAETC), 2008a).  Bernard Rimland, a psychologist 

and parent of a child with an ASD, challenged such notions in his 1964 paper, Infantile 

Autism: The syndrome and its implication for a neural theory of behaviour, by asserting 

that Autism was a biological disorder with a neurological aetiology (Australian Autism 

Education and Training Consortium (AAETC), 2008a).   

 

Some researchers also studied parent-child communication and interaction patterns as 

possible causes of Autism (Cantwell & Baker, 1984). However, the results of these 

studies were varied and while earlier studies (N. Goldfarb, Levy, & Meyers, 1972; W. 

Goldfarb, Goldfarb, & Scholl, 1966) indicated that mothers displayed inadequate 

communication patterns with their children, methodological flaws discounted the 

accuracy of these results (Cox, Rutter, Newman, & Bartak, 1975; Howlin, Cantwell, 

Marchant, Berger, & Rutter, 1973).  Later studies (Cantwell & Baker, 1977; Cantwell, 
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Baker, & Rutter, 1979) did not find any differences in the communications of such 

mothers and their children with Autism from the norm. Similarly, there was also research 

(Cantwell & Baker, 1984) into the idea that parents of children with Autism exhibited a 

personality disorder prior to having their child, thus contributing to their child’s 

difficulties.  The results of some of these studies revealed that while fathers and mothers 

(Dor-Shav & Horowitz, 1984; Ogden, Bass, Thomas, & Lordi, 1968; Wolff, Naraan, & 

Moyes, 1988) did show some differences their results were far from conclusive. One of 

the major problems cited with such research was how do researchers determine “whether 

parents of children with Autism exhibit differing personality characteristics prior to 

having autistic children or whether these characteristics appear as a result of parenting 

autistic children” (Ewart, 2002, p. 20).  

 

During the 1970s and 80s, there was a shift away from parent attribution theories to 

studies which hypothesized that there was a biological basis of Autism (Cantwell & 

Baker, 1984; Schopler, 1994). There was also research evidence emerging through family 

and twin studies which indicated that this biological disorder had genetic roots (Le 

Couteur et al., 1996; Rutter, 2005a). Behaviourist techniques also began to gain favour 

and replace psychoanalytic practices in terms of treatment for Autism (Schopler & 

Mesibov, 1986; Schreibman, 1988).  Parents were no longer seen as the possible cause of 

their child’s Autism but were now enlisted to become co-therapists in their child’s 

treatment. Often such interventions consisted of at-home, intensive, and individualised 

behavioural treatment programs conducted over a number of years (Lovaas, 1987; 

Schopler & Mesibov, 1986; Schreibman, 1988).   

 

Wing and Gould (1979) have been credited with identifying the ‘triad of impairments’ 

which was the early diagnostic criteria for Autism, namely, severe impairments of social 

interaction, language abnormalities, and repetitive stereotyped behaviours. In 1988, Wing 

described the notion of an autistic ‘continuum’ but revised this by 1996 by replacing it 

with the term ‘spectrum’ (Wing, 1988, 1996).  The reasoning being that the disorder was 

overlapping in nature with variation on its dimensions rather than occurring as a linear 

continuum (Wing, 1996). During the early 1980s Wing also “became increasingly aware 

that the descriptions of Leo Kanner that formed the basis of our understanding and 

diagnosis of Autism in America and Britain did not accurately describe some of the 

children and adults within her considerable clinical and research experience” (Attwood, 

2007, p. 35). In response to this, Wing wrote a research paper in 1981 (Wing, 1981) 
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which indicated that the profile of abilities of 34 children and adults in her study showed 

a greater resemblance to the descriptions of Asperger  (Asperger, 1991 / 1944) than those 

put forward by Kanner (Kanner, 1943).  This paper eventually led to the new diagnostic 

category of Asperger’s Syndrome/Disorder being included within the Autism spectrum of 

both the International Classification of Diseases (ICD-10) in 1993, and the Diagnostic 

and Statistical Manual of Mental Disorders (DSM-IV) in 1994 (Attwood, 2007). 

 

The diagnostic categories of Autism have broadened over time.  In 1980, the category of 

‘Autism’ replaced the category of ‘early infantile Autism’ in the Diagnostic and 

Statistical Manual of Mental Disorders (DSM-III) (American Psychiatric Association, 

1980; Simpson & LaCava, 2007).  ‘Pervasive Developmental Disorder-Not Otherwise 

Specified’ (PDD-NOS) was added to the revised DSM-III (American Psychiatric 

Association, 1980) in 1987 to describe individuals who had some but not all 

characteristics of Autism (Simpson & LaCava, 2007). By 1994 the categories of 

‘Childhood Disintegrative Disorder’, ‘Rett’s Disorder’ and ‘Asperger’s Disorder’ had all 

been added under the umbrella classification of ‘Pervasive Developmental Disorders’ 

(PDDs) in the DSM-IV (American Psychiatric Association, 1994; Simpson & LaCava, 

2007). This broadening of the diagnostic criteria has been touted as one of the major 

reasons for the dramatic increase in the number of individuals diagnosed with an ASD or 

PDD over the last twenty-five years (Fombonne, 2009; Rutter, 2005c). Environmental 

causes and greater public awareness of the disorder have also been raised as possible 

reasons for the increase (Fombonne, 2003, 2009; Kirby, 2005; MacDermott et al., 2007a).    

Prevalence  

Prevalence is understood to be “a measure of the number of cases of a disorder in a 

defined population at a particular point in time” (MacDermott et al., 2007a, p. 6). One 

recent report investigating the prevalence of ASDs in Australia indicated that: 

               there is an estimated prevalence of Autism Spectrum Disorders 
across Australia of 62.5 per 10,000 for 6-12 year old children.  This 
means there is one child with an ASD on average in every 160 
children in this age group which represents 10,625 children aged 
between 6 and 12 years with an ASD in Australia (MacDermott, 
Williams, Ridley, Glasson, & Wray, 2007b, p. 1).  

 
               The report’s core finding could be extrapolated to suggest that with a 

prevalence rate of 62.5 per 10,000 there could be as many as 125,000 
people with ASD in Australia or, expressed in another way, half a 
million Australians in families affected by ASD (MacDermott et al., 
2007b, p. 2). 
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Another more recent report using the most recent data from Centrelink indicated that 

more than 1% of Australian school-age children have a confirmed diagnosis of Autistic 

Disorder or Asperger’s Disorder (Buckley, 2009). These data show the number of 

children diagnosed with an ASD more than doubled over the preceding 5 years (Buckley, 

2009).  

 

However, the rate of prevalence of ASDs has been and continues to be controversial 

(Myles et al., 2007).  There is no single and reliable test to confirm an ASD and diagnosis 

is presently made through mainly behavioural observations and other subjectively related 

methods. These methods of diagnosis are therefore based on the individual clinical 

judgments of professionals that can sometimes produce differences of opinion regarding 

a specific diagnosis (Baird, Cass, & Slonims, 2003; Coo et al., 2008; Mandell, Ittenback, 

Levy, & Pinto-Martin, 2007; Simpson & LaCava, 2007).  In relation to this, there has 

been a recent call for more accurate, early universal screening of ASDs within Australia 

(Dissanayake, 2009). Since 2007 in the USA there has been a ‘Two screens by Two 

years’ guideline where very young children are routinely screened for an ASD by their 

paediatrician twice before they reach two years of age (Duby & Plauche Johnson, 2009).  

 

Prevalence rates for all forms of ASD’s worldwide have seemingly risen dramatically 

from 4 to 5 in 10,000 in the mid 1960s to 1 in 150 today (Fombonne, 2009). Some very 

recent ASD prevalence rates documented in a UK school based study (Baron-Cohen et 

al., 2009) have estimated the rate to be 1 child in 100, however different methods were 

used to generate these figures inclusive of previously undiagnosed cases. Such increases 

have, most often, been attributed to a refinement of the conceptualization of Autism, a 

corresponding broadening of diagnostic criteria and improved methods of case finding 

and ascertainment (Fombonne, 2003, 2009; Fombonne, Zakarian, Bennett, Meng, & 

McLean-Heywood, 2006; MacDermott et al., 2007a; Rutter, 2005c; Simpson & LaCava, 

2007). Many other theories associated with possible environmental causes (Kirby, 2005; 

McCarthy, 2009; Wakefield et al., 1998) are also now apparent in mainstream discourse. 

Along with this, intervention services have progressively become more available under 

the different diagnostic categories of ASDs and specific ASD diagnoses have been sought 

by parents to access such services (Simpson & LaCava, 2007). A ‘true’ rise in the rate of 

ASDs has not been firmly excluded (Fombonne, 2009; Rutter, 2005c).   
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Accuracy of the prevalence rate of all ASDs is also questionable given that Attwood 

(2007) estimates that “we are currently detecting and diagnosing about 50 per cent of 

children who have Asperger’s syndrome” because they are “able to camouflage their 

difficulties and avoid detection, or a clinician fails to see Asperger’s syndrome and 

focuses on another diagnosis” (p. 46).  To further complicate the situation in the future, 

prevalence will continue to be affected by the different diagnostic criteria used to 

generate prevalence data and there is a fifth edition of the Diagnostic and Statistical 

Manual (DSMV) due in 2012 which will, in all probability, drop some diagnostic criteria 

and make substantial revision of others (Gever, 2009). Attwood (2007) has already 

indicated that some of the present diagnostic criteria are most probably inadequate in 

terms of the artificial dichotomy between High Functioning Autism and Asperger’s 

Syndrome. 

 

There is a call for collection of valid and reliable prevalence data within Australia based 

upon an established understanding of “best level evidence about diagnosis and 

assessment of children with Autism, so that agreed approaches and standards are 

available and implemented” (MacDermott et al., 2007a, p. 9).  This will ensure that valid 

prevalence estimates across Australia will be possible and additionally ensure appropriate 

provision of much needed intervention services is available to families (MacDermott et 

al., 2007a). In response to this call, there has been a recent announcement by the federal 

government (The Hon Bill Shorten MP, 2009) that there will be a National Autism 

Register for all ages set up so that there is a more reliable understanding of the prevalence 

of ASDs across Australia. 

Aetiology 

Presently, ASDs have no established common cause or aetiology (Myles et al., 2007; 

O'Reilly & Smith, 2008; Rutter, 2005a). While many theories exist to explain the enigma 

of Autism no one common cause has yet been able to explain the wide expression of 

phenotype which occurs across the spectrum of the disorder (Rutter, 2005a). It may be 

that there is an interplay between a number of causes which may make discovery of a 

specific aetiology very difficult if not impossible (Rutter, 2005a).  Alternatively, it may 

be there are different causes for different expressions of the disorder (O'Reilly & Smith, 

2008). There have been many and varied investigations into this area over the last 

twenty-five years because of the seeming explosion of prevalence of the disorder. Some 

parent groups have been convinced that while genetics play a part there has been an 
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environmental insult, which has triggered their child’s ASD (Kirby, 2005; McCarthy, 

2009). This situation is further complicated by the problem that it may be that there is a 

convenient correlation occurring rather than a causal link being established (Shore & 

Rastelli, 2006). Researchers have found it difficult to determine whether an issue has 

caused the ASD or is one of the results of the child having an ASD in the first place 

(Shore & Rastelli, 2006). Presented below are some of the main theories regarding the 

elusive aetiology of an ASD apparent in current discourse. 

 

Genetic liability undoubtedly plays a part in the reason why a child may have an ASD 

(Rutter, 2005a, 2005b).  Twin studies have shown that there is a 60% concordance rate of 

ASD in monozygotic twin pairs and this reduces to a 5% concordance in dizygotic pairs 

(Rutter, 2005a). Heritability for ASD is approximately 90% and this figure is one of the 

highest among all multifactorial child psychiatric disorders (Rutter, 2005a). To further 

complicate matters for parents, families with one affected child have a 45 times greater 

recurrence risk of siblings also being affected by an ASD than would occur in the general 

population (Jamain, Betaneur, Giros, Leboyer, & Bourgeron, 2003).  According to Rutter 

(2005a): 

               Putting together the twin and family findings, the figures indicate 
that it is likely that there are somewhere between 3 and 12 
susceptibility genes for Autism that act synergistically.  The reason 
why most siblings do not have ASD, despite the high heritability, is 
that they have only some of the relevant genes (p. 232). 

 

Along with any ASD diagnosis there is also a 25% greater susceptibility of comorbidity 

with another psychiatric disorder and/or medical condition (Gillberg & Billstedt, 2000). 

Autism is also associated with mental retardation in up to 70% of the cases and is over 

represented amongst males with a male to female ratio of 4.3:1 (Fombonne, 2003; 

American Psychiatric Association, 2000; Sigman, Spence, & Ting Wang, 2006).  

However, some estimates suggest that fewer than half of children with an ASD have non-

verbal IQs less than 70 (Volkmar, Lord, Bailey et al., 2004). 

 

When including the entire spectrum of ASDs, inclusive of Asperger’s Disorder, boys are 

diagnosed 10 times more often than girls (University of California, 2009).  There has also 

been a recent discovery of a variant of a gene that may increase a child’s risk of 

developing an ASD, especially in boys (University of California, 2009). The single gene 

condition of tuberous sclerosis also has an established association with ASD and is found 

in approximately 1-3% of cases of ASD (Harrison & Bolton, 1997; Smalley, 1998).  The 
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Fragile X anomaly has also been shown to occur in about 2-3% of individuals with an 

ASD (Rutter, 2005a). There has also been a recent study which has emerged from the 

Autism Genome Project conducted by the US National Institutes of Health which “has 

implicated components of the brain’s glutamate chemical messenger and a previously 

overlooked site on chromosome 11” as possible markers for increased risk for ASD in 

families (Australian Autism Education and Training Consortium (AAETC), 2008b, p. 

44).  However, there is still no exact mode of inheritance indicating how genes and traits 

are passed from parent to child with an ASD (O'Reilly & Smith, 2008). According to 

Rutter (2005a), even if susceptibility genes for ASDs could be found it is unlikely that 

this discovery would be of much practical utility in terms of either screening or diagnosis.  

 

Over the years, research into the physiology and workings of the brain has also been 

another area of promising research. An abnormality in brain size, structure and 

functioning is generally accepted as what may cause or be a by-product of an ASD in 

some children (Courchesne et al., 2001; Kemper & Bauman, 1993; Shore & Rastelli, 

2006).  One significant study indicated that there was atypical head circumference in 59% 

of children with an ASD who were measured at birth and between the ages of 6 and 14 

months (Courchesne, Carper, & Akshoomoff, 2003). This finding suggests that increased 

head growth in infancy could be a possible early symptom or risk marker for an ASD 

(Myles et al., 2007). However, it has also been found that this increase in size changes 

over time for different age groups of individuals with an ASD where early overgrowth is 

followed by a premature arrest of growth (Courchesne, 2004). According to Shore and 

Rastelli (2006):  

               Researchers have found a larger overall brain size (or volume) in 
autistic children 12 and younger, although the parietal lobes – 
associated with movement, orientation, recognition, and perception 
of stimuli – are smaller than normal.  The brain is actually often 
heavier in younger children with Autism.  Also, the amygdala and 
the hippocampus, the memory center, are larger in autistic children 
but are the same size or smaller in adolescents and adults (p. 43). 

 

This research potentially links with other research which suggests that there may be an 

overgrowth of nerve connections occurring in the brains of individuals with an ASD at an 

early stage of development which may cause the brain to become overwhelmed with 

neurotransmitter signals (Shore & Rastelli, 2006).   
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Some researchers theorize that an ASD is a disorder of brain circuit dysfunction.  Studies 

have indicated that the fusiform gyrus, located in the temporal lobe of the cerebrum, has 

lower activation levels than the normal population and this interferes with processing 

faces and social cognition (Pierce, Muller, Ambrose, Allen, & Courchesne, 2001; Sasson, 

2006). Some researchers however, have speculated that the brain processing of 

individuals with an ASD may be organized or react differently (Just, Cherkassky, Keller, 

& Minshew, 2004).  Bauman and Kemper (1994) found that there were abnormalities in 

the cells of those parts of the brain which regulate movement and emotion in individuals 

with an ASD, however brain cells involved with thought and language appeared to 

operate normally.  It has since been found that while individuals with an ASD may have 

intact cortical brain cells important for thought, language, and reasoning, they may be 

less efficient in the way these cells communicate with each other because of differences 

in myelin production which insulates brain cell connections (Herbert, Ziegler, Deutsch et 

al., 2005; Herbert, Ziegler, Makris et al., 2004).  

 

Some neuroimaging researchers investigating individuals with an ASD have also 

discovered impairment in a network of brain regions located in the medial frontal cortex 

associated with understanding the mental state of others or ‘theory of mind’ (Castelli, 

Frith, Happe, & Frith, 2002; Happe et al., 1996; Nieiminen-von Wendt et al., 2003). 

Other neuroimaging researchers investigating high functioning individuals with an ASD 

have found that there is reduced activity in the dorsolateral prefrontal regions of the brain 

during working memory tasks which may explain difficulties with executive function 

(Koshino et al., 2005; Luna et al., 2002). Neuroimaging researchers have also examined 

patterns of intellectual strength or ‘savant skills’. One study has found that individuals 

with an ASD showed greater activity in the ventral occipitotemporal regions of the brain 

than did controls when undertaking central coherence tasks (Ring et al., 1999). While 

these areas of research are gradually increasing our understanding regarding differences 

inherent in the brains of individuals with an ASD it does not provide anything conclusive 

regarding a specific, common aetiology.   

 

Environment is one of the most contentious areas implicated as a possible cause of ASDs.  

One of the most controversial theories put forward, often by parent groups, has been that 

some environmental trigger or triggers in conjunction with a genetic predisposition has 

caused a generation of children to be disproportionately affected by ASDs (Kirby, 2005; 

Myles et al., 2007). There has also been speculation that the severity of the disability 
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depends on the number of genes affected in an individual and the type of environmental 

insult that has occurred (Myles et al., 2007).   

 

Heavy metals, such as mercury, have been implicated especially in the immunization 

schedule of the US (Kirby, 2005). It has been suggested that the spike in the reported 

cases of ASDs has coincided with a doubling of the number of childhood vaccines given 

to children from 1988 onward (Kirby, 2005). The theory is that some of these vaccines 

contained a preservative called thimerosal, which is made up of 49.6% mercury, and the 

cumulative effect of successive immunizations in a susceptible portion of the population 

has resulted in an ‘epidemic’ of children with an ASD (Kirby, 2005). In 2004 the US 

Institute of Medicine issued a report indicating that the bulk of the evidence favored 

rejection of a causal relationship between thimerosal and Autism (Institute of Medicine - 

Committee on Immunization Safety, 2004). The bulk of evidence against the thimerosal 

theory was from large-scale population studies (Madsen et al., 2003; Stehr-Green et al., 

2003) comparing United States ASD prevalence and incidence rates with rates from other 

countries that had removed thimerosal totally from their immunization schedule (Kirby, 

2005). The studies indicated that even after removal of thimerosal from the immunization 

schedule in these other countries the case numbers of ASDs have continued to rise in the 

same manner as that experienced in the US.   

 

However, such large scale population studies have been criticized as being unable to 

prove or disprove causation because of the methodological limitations of these types of 

studies (Kirby, 2005). There were also claims that there was manipulation of the statistics 

within these studies and that some of the authors of these studies had a conflict of interest 

regarding the outcome of such studies (Kirby, 2005).  Conspiracy theories also remain in 

current discourse where some parent groups believe that there has been a deliberate 

obfuscation of the truth to deny parents their right to claim appropriate vaccine injury 

compensation for their child’s acquired ASD (Kirby, 2005). As a precautionary measure 

the use of thimerosal has been phased out from most pediatric vaccines given in the US 

although it does still exist as a preservative in some flu vaccines given to children and 

pregnant mothers (Kirby, 2005). Mass immunizations conducted in third world countries 

which require multi-dose vials still use thimerosal as a preservative where rates of ASDs 

have seemingly also continued to rise (Kirby, 2005).   
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Another associated theory of causation is the possible negative interaction effect between 

the components of the Measles, Mumps, Rubella (MMR) vaccination and a vulnerable set 

of children who seemingly acquire a regressive form of Autism because of the MMR 

vaccination. It is thought that 30 to 70% of children with an ASD have subtle immune 

system abnormalities that may interfere with their ability to appropriately eliminate the 

measles virus after vaccination (Shore & Rastelli, 2006). This theory is based on a highly 

controversial study conducted by a UK researcher Dr. Andrew Wakefield (Wakefield et 

al., 1998) who found traces of the measles virus in the gut of children with an ASD in his 

study.  The study “argued that through the route of a vaccine-caused gut disorder, there 

was leakage of protein products into the blood stream and that these then caused a special 

regressive form of Autism (in which there was a loss of previously acquired social and 

communicative skills)” (Rutter, 2005a, p. 235). However, epidemiological studies 

(Madsen, Vestergaard, Schendel, Wohlfahrt et al., 2002; Taylor et al., 1999) undertaken 

have consistently disproved this MMR hypothesis (Rutter, 2005c). These studies show 

that “the rate of ASD shows no particular association with either the stopping or starting 

of MMR and there has been no change over time in the pattern of association between 

ASD and either bowel disturbance or developmental regression” (Rutter, 2005a, p. 236).  

However, the epidemiological data cannot firmly exclude the possibility that these factors 

(the MMR vaccine and/or the presence of thimerosal in some immunizations) might not 

have a risk effect in a small proportion of susceptible children (Rutter, 2005a).  Rutter 

(2005a) has indicated that while there is “good evidence that Autism is a multifactorial 

disorder, an adequate understanding of the genetic and non-genetic causes has yet to be 

achieved” (p. 231).   

 

A promising study, the Autism Phenome Project, is currently being undertaken by the 

University of California Mind Institute which is investigating such areas as genetics, 

immune systems, brain structures and functions, environmental exposures and blood 

proteins in the hope of discovering the different phenotypes of ASDs so that treatment 

and prevention could potentially be specifically targeted (O'Reilly & Smith, 2008).  In the 

future, at least three other approved US studies may also shed more light on the aetiology 

of an ASD. The US National CADDRE Study, a 5 year project of the Centre for Disease 

Control’s Centres (CDC) for Autism and Developmental Disabilities Research and 

Epidemiology (CADDRE) Network, will potentially identify what might put children at 

risk for an ASD (Kirby, 2009). Secondly, the National Children’s Study will investigate 

the effects of environmental influences on the health and development of more than 
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100,000 children across the US including Autism (Kirby, 2009). Thirdly, the Early 

Autism Risk Longitudinal Investigation (EARLI) will follow 1200 pregnant women who 

already have a child with Autism and identify the earliest possible environmental risk 

factors and their interplay with genetic susceptibility during the prenatal, neonatal and 

early postnatal periods (Kirby, 2009). 

 

Social Impact and Coping   

Underpinning the parents’ task of dealing with the education of their child with an ASD 

is the social impact of having a child with an ASD in the family and the family’s ability 

to cope with such a situation. While not immediately relevant to educating a child with an 

ASD, it is important to understand how the presence of a child with an ASD in the family 

can potentially impact on the parents’ ability to eventually deal effectively with the 

education of their child or children with an ASD. Current research indicates that those 

who parent a child with an ASD are potentially at greater risk for mental health problems 

than other parent groups who have a child with a disability (Benson & Karlof, 2009; 

Bromley et al., 2004; Grayson, 2004; Singer, 2006; Tehee, Honan, & Hevey, 2009). A 

phenomenological research study conducted by Ewart (2002) investigating parents’ 

experience of having a child with an ASD during their prepubescent years shows that it is 

an ongoing process that begins with getting the diagnosis and moves through the stages 

of realization, reactions, adjustment, reactions to adjustment, and acceptance or 

resignation (Ewart, 2002). Level of support was found to affect parents’ abilities to adjust 

to the different stages of the ongoing process of having a child with an ASD (Ewart, 

2002).  

 

Similarly, Gray (2002b) found that a composite examination of cross-sectional studies 

exploring the effects on the family at specific points in time revealed a series of stages in 

parents’ adaptation to their child’s ASD. Parents experience an intensely stressful period 

in the child’s early years where the child’s problems become more pronounced (Gray, 

2002b).  Parents then struggle to obtain an accurate diagnosis and treatment during this 

period.  This period ends with diagnosis and placement in educational and treatment 

programs (DeMeyer, 1979; Marcus, Kunce, & Schopler, 1997).  This is followed by a 

relatively good period when the child’s sociability, emotional control and attention span 

improve, even though parents experience some problems with schools, treatment 

providers and the child’s siblings (DeMeyer, 1979). This time usually ends with 
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adolescence when problems typically worsen because of the teenager’s increasing 

physical and sexuality maturity, increased frequency of seizures and the resultant parental 

emotional exhaustion (Marcus et al., 1997). Adulthood follows and this presents 

additional problems for parents who must find adult supervised living and working 

arrangements for their offspring with an ASD (Marcus et al., 1997).  

 

Research on the social impact of having a child with an ASD in their family has shown 

that the child’s behaviour can be a constant source of stress to both caregivers and 

siblings (Sanders & Morgan, 1997; Schieve, Blumberg, Rice, Visser, & Boyle, 2007; 

Sivberg, 2002; Smith, Seltzer, Tager-Flusberg, Greenberg, & Carter, 2008). Parents, 

especially mothers, of children with an ASD are more likely to experience serious 

psychological distress, including depression and anxiety, than parents of children with 

other developmental disabilities (Bromley et al., 2004; Grayson, 2004; Schieve et al., 

2007). Extremely antisocial and disruptive behaviours such as self-injurious, tantrum, 

obsessional, compulsive and violent behaviours can often make normal family life almost 

impossible (Gray & Holden, 1992). Many families feel isolated (Seligman & Darling, 

1997) and the self-confidence and self-esteem of family members are often at risk (Gray, 

1993; Powers, 1989). Stigmatization of the whole family often results and increases 

isolation whereby parents may restrict public encounters and only socialize with friends 

who are sympathetic to their child with an ASD (Gray, 1993, 2002a) Parents are often at 

high risk for relationship breakdown (Higgins et al., 2005). The most pronounced stress is 

experienced during initial diagnosis and transition periods in the child’s life (Gray, 

2002b).   

 

A recent nationwide US online study (Harris Interactive, 2008) investigated the concerns 

of some 1652 parents who have a child with an ASD under the age of 30 and compared 

their concerns with those of 917 parents of typically developing children under the age of 

30.  A sample of the study’s findings found that parents living with a child with an ASD 

were very concerned about their child ‘fitting’ into society with very few feeling that 

their child will be able to: 

 - Make his or her own life decisions (14% compared to 65% of 
parents with typically developing children) 

 - Have friends in the community (17% compared to 57% of typical 
parents) 

 - Have a spouse or life partner (9% compared to 51% of typical 
parents) 



 55 

 - Be valued by their community (18% compared to 50% of typical 
parents) 

 -Participate in recreational activities (20% compared to 50% of 
typical parents) (Harris Interactive, 2008, p. 1). 

 
It was also found that 74% of parents with a child with an ASD fear for their child’s 

future financial security as compared to only 18% of typical parents. Additionally, 76% 

of parents with a child with an ASD fear for their child’s future employment prospects as 

compared with only 35% of typical parents.  Overall, parents of children with an ASD 

were found to have extreme concerns about their child’s future independence, their 

finances and the isolation of both the family and child with an ASD (Harris Interactive, 

2008).     

 

In another recent study parents of preschool children with an ASD responded in the 

following way when asked to indicate the problems they found the most difficult to deal 

with: 

               … 55 (53%) mentioned speech and communication.  The next most 
frequently mentioned were temper tantrums (n=22; 21%) and 
aggressive behaviours (n=21; 20%) along with the child’s non- 
compliance (n=10; 10%).  In all, 12 parents (12%) mentioned the 
need for routine and the fears and anxiety that new experiences 
generated and 8% commented on the lack of social interaction.  
Among the other difficulties mentioned by two to six parents were 
sleep problems, no sense of danger – and the need for constant 
supervision, screaming, difficulties with eating, toilet training, 
attention-seeking, short attention span and self-injurious behaviour 
(Cassidy, McConkey, Truesdale-Kennedy, & Slevin, 2008, p. 120). 

 
Woodgate and Ateah (2008) also indicate that parents of children with an ASD can 

essentially live in an isolated world of their own where they must continually exercise 

vigilant parenting, sustain themselves and their family and fight all the way.  In terms of 

such parenting, one parent of a child with an ASD in the Woodgate and Ateah (2008) 

study described home-life in the following way: 

               Well, it is almost like a home with an alcoholic.  You walk around on 
eggshells because you do not want to possibly upset them in anyway.  
It is just that you are walking on eggshells 24 hours a day.  You are 
continually trying to teach a child who does not want to learn.  
During the bad parts it was, we were just drowning in Autism (p. 
1079). 

 

By contrast, two decades before, Morgan (1988) found little evidence that parenting a 

child with an ASD necessarily leads to some sort of chronic stress or psychological 

problem. Instead, Morgan (1988) found that parents experience a range of stressors over 
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time that may lead to problems if they are not given adequate resources and support to 

deal with them. Ewart’s (2002) study also indicated that “parents’ coping styles and 

amount of support versus isolation determined whether their adjustment to having a child 

with Autism was easier or more difficult” (p. 92).  Surprisingly, level of functioning in 

the child with an ASD seemed to have less impact on parents’ ability to cope than other 

factors (Ewart, 2002). Ewart (2002) cites as important such factors as: being outgoing, 

taking initiative, having sources of support, gaining knowledge and experience, pulling 

together, supporting one another, accepting change and the child’s disability. Adjustment 

to parenting a child with an ASD is dependent both upon “the degree to which parents 

could be flexible in the way they interacted with their child and how quickly the child 

responded to the parents’ attempts” (Ewart, 2002, p. 94). 

 

More recent research (Myers, Mackintosh, & Goin-Kochel, 2009) has also confirmed this 

dichotomy of experience where parents have found positive meaning in their lives while 

at the same time acknowledging the stress and difficulties of having a child with an ASD.  

Additionally, it has been found that the impact of the child’s disability on parents’ 

wellbeing is indirectly mediated by parents’ optimism and self-efficacy toward their 

situation (Baker, Blacher, & Olsson, 2005; Hastings & Brown, 2002).  Overall, research 

investigating the effect of ASD on the family has revealed variation in levels of distress 

among parents which has been explained by such factors as differences in child 

characteristics and protective parent resources such as social support (Hastings, 2008). 

Recent research (Benson, 2006; Benson & Karlof, 2009) on stress proliferation (the 

tendency for stressors to create additional stressors) in parents of children with an ASD 

has shown that an additional source of variability may be exposure to proliferated 

stressors. This research (Benson & Karlof, 2009) has confirmed that social support 

reduced depressed mood in parents regardless of the level of stress experienced by the 

parent and child.  

 

In a recent WA study (Takahashi, 2005), investigating the unmet service needs of 

adolescents with an ASD in WA and their impact on their families, it was found that 

there were a number of significant parent perceived gaps in the availability and 

accessibility of services.  Results indicated that parental stress levels were not found to be 

highly correlated with adolescent adaptive behaviours or the communication or social 

skills of the child with an ASD. Instead, lack of such skills as personal care, self-control, 

independence and the capacity to follow directions in the child with an ASD were factors 
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that were found to increase parent stress levels in this population (Takahashi, 2005). 

Other factors found to increase parental stress were parental perceptions of life 

restrictions, social isolation, feelings of incompetence and guilt, and parents’ 

relationships with their spouse or partner (Takahashi, 2005). In terms of reducing parental 

stress, respite needs and availability were assessed and results revealed that a “substantial 

proportion of families reported difficulties in accessing respite services due to lack of 

availability” (Takahashi, 2005, p. 39). 

 

In another recent WA study (MacDermott, 2008) investigating the thoughts, feelings, 

experience, needs and wants of 92 families who were currently parenting school-aged 

children who have a suspected or confirmed ASD, it was found that: 

               - The majority of families (78%) reported needing some degree of 
immediate change to improve their quality of life. 

               - Challenges for individual children tend to increase as they get older 
(>10years). 

               - Families raising children with disabilities may have to tolerate a 
higher level of chronic stress than other families. 

               - These families may have a “raised threshold” for stress and may 
come to accept as “normal” a higher level of ongoing stress than 
would families raising children without disabilities. 

               - These families tend to be enduring and resilient in the face of these 
ongoing challenges (p. 25). 

 
In terms of concerns and issues regarding the child, family and respite the following 

summary points were made: 

              Child 
               - socialization, behaviour and education issues are consistent    

throughout age ranges 
               -  communication concerns are emphasized in the younger age 

groups (aged 5-8 years) 
               -  mental health concerns are more evident in the older age groups 

(9-15 years). 
              Family 
               - behaviour management and education issues are consistent 

throughout the age ranges. 
               -   sibling issues and counselling needs are more commonly reported 

in the younger ages. 
               -   mental health concerns are reported as more frequent and intense 

in the older age groups. 
               -   difficulties with family and friends are frequent. 
              Respite 
               -    need more respite opportunities. 
               -    the availability of respite in itself is not sufficient, the quality and 

nature of that service is crucial in determining whether or not 
families will consider utilizing it (MacDermott, 2008, p. 25). 
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With regard to parents gaining external support for their situation, WA parents presently 

find that there are potentially many difficulties associated with this process. The study 

indicated that the ability of parents to gain support for their situation is problematic 

because while “there are commonalities of need, changes and experiences” there is also 

“diversity that exists within and across these family units” (MacDermott, 2008, p. 7).  

MacDermott (2008) further explains this in the following way: 

               … no single statement can be made which “best describes” or “sums 
up” the experiences of families within which there is a child or 
children with an ASD.  Families require responses that provide 
flexibility and meaningful options rather than a “one size fits all” 
approach.  Just as there is now recognition of an Autism spectrum so 
families also function on a continuum, with a myriad of factors 
contributing to their ongoing and changing challenges and successes.  
It is incumbent on service providers to recognize and value these 
differences and respond accordingly (p. 7). 

 
Both formal (professional service providers) and informal (other ASD parents and 

family) sources are cited as potential avenues of knowledge and support.  However, the 

use of these avenues is complicated by the need for families “to develop unique skills for 

parenting their child with ASD, skills that are often totally unfamiliar within their 

personal experience, or even that of their social networks” (MacDermott, 2008, p. 8).  

Also, other immediate and extended family members often need their own support and “it 

is not possible, therefore, to plan effectively to meet the needs of the child with ASD 

without also taking into account the needs of their whole family system” (MacDermott, 

2008, p. 8). 

 

A grounded theory study examining how parents cope with their physically and/or 

intellectually disabled children indicated that: 

               To cope, the family uses its existing resources and strategies.  These 
coping strategies are defined as the active processes and behaviours 
that the family actually try to employ to help to manage, adapt to or 
deal with a stressful situation.  Coping entails constantly changing 
cognitive and behavioural efforts to manage specific external and/or 
internal demands that are appraised as taxing the family’s resources 
(Lazarus & Folkman, 1984; McCubbin & Patterson, 1983; Patterson, 
1988)…. The aim of familial coping procedures is to maintain or 
restore the balance between the demands and resources (Patterson, 
1988). The family can do this by reducing the number or intensity of 
the demands applied to it, … It can also strengthen its existing 
resources … may also involve a cognitive appraisal aiming to alter 
the meanings applied to the situation (Taanila, Syrjala, Kokkonen, & 
Jarvelin, 2002, p. 74). 
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Other general studies on family coping and disability (Berry & Hardman, 1998) also 

indicate that success in coping is a long-term process that is linked to a gradual 

accumulation of skills by family members over time and often a changed perspective on 

their situation.   

 

The use of both problem focused and emotion focused coping strategies by parents of 

children with an ASD was borne out by Gray (1994, 2006) in an Australian longitudinal 

research project that examined specifically how parents of children with an ASD coped 

over a ten-year period. Gray’s (1994) initial study, at the beginning of a ten year period, 

indicated that most parents used a variety of coping strategies with the most common 

being the use of service agencies, family support, social withdrawal, religion, 

normalisation, individualism and activism. Gray’s (2006) follow-up study indicated that: 

               Coping strategies changed from the time of the initial study, as fewer 
parents coped through reliance on service providers, family support, 
social withdrawal and individualism and relatively more parents 
coped through their religious faith and other emotion-focused 
strategies. The results tentatively support previous research on 
coping that indicates that aging is linked to the use of more emotion-
focused coping strategies (p. 970). 

 

Such changes in the belief systems of parents of children with an ASD over time have 

also been documented by King et al. (2006) who found that “although parents may 

grapple with lost dreams, over time positive adaptations can occur in the form of changed 

world views concerning life and disability, and an appreciation of the positive 

contributions made by children to family members and society as a whole” (p.353).  

Similarly, Fleishmann (2005) found in a grounded theory study examining 33 self-

published websites by parents of children with an ASD that following diagnosis parents 

experience a period of readjustment and action (Fleishmann, 2005). Over time, parents 

come to view themselves and their offspring in a positive light with the process being 

compared to that of the development of a hero (Fleishmann, 2005). 

  

Education 

The social impact research indicates that parents who have a child with an ASD are 

potentially a very vulnerable group who are at greater risk for mental health problems 

than other parent groups who have a child with a disability (Benson & Karlof, 2009; 

Singer, 2006; Tehee et al., 2009). The general welfare of the family potentially underpins 
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their ability to deal effectively with all aspects of their lives, including the education of 

their child with an ASD. Overall, research investigating the effect of having a child with 

an ASD in the family has revealed variation in levels of distress among parents which has 

been explained by such factors as differences in child characteristics and protective 

parent resources such as social support (Hastings, 2008). The research also indicates that 

appropriate and targeted informal and formal support can improve the outcomes for many 

of these families (Benson & Karlof, 2009; Ewart, 2002; Hastings & Brown, 2002; 

MacDermott, 2008). One key area, which has been nominated as a potential source of 

both stress and support, is that of education (MacDermott, 2008; Trudgeon & Carr, 

2007). MacDermott (2008), investigating the experiences of WA parents who have a 

child with a suspected or confirmed ASD, indicates this when she writes, “Of all the 

issues that families must address during their child’s school-aged years, their relationship 

with the educational system that their child participates in is of primary importance” (p. 

84). Research has previously shown that the stress experienced by mothers has an inverse 

relationship with the educational progress of their child with an ASD (Robbins et al., 

1991).  Hence, one potential avenue of reducing stress in families who have a child with 

an ASD is to access a successful, evidence-based education program consistently over 

time which maximizes the progress of the child with an ASD. However, according to 

West Australian research (Crosby, 1998; Forlin, 2004; Forlin et al., 2008; Jenkins, 2005; 

MacDermott, 2008; Wills & Jackson, 2000) and Australian research (Ford, 2007; Roberts 

& Prior, 2006; Shaddock et al., 2007) the ability of WA parents to reliably gain such an 

education for their child with an ASD over time is potentially problematic. 

Evidenced-Based Practice.  

Research investigating the cognitive characteristics of individuals who have an ASD is 

ever increasing (Ministry of Health, 2008; Volkmar et al., 2004).  It is commonly agreed 

that there are a triad of impairments in students with an ASD involving difficulties in 

communication, socialization and behaviour (Australian Autism Education and Training 

Consortium (AAETC), 2008b).  Beyond the triad of impairments there are often more 

cognitive characteristics to consider and these involve deficits in ‘theory of mind’ skills, 

difficulties with executive function, weak central coherence, sensory processing 

difficulties and motor functioning problems (Australian Autism Education and Training 

Consortium (AAETC), 2008b; Ministry of Health, 2008).  Students with an ASD may 

also have a number of relative cognitive strengths in the areas of rote memory, visual 

spatial abilities, compartmentalized learning, preference for routine and rules, intense 
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interests and being logical (Australian Autism Education and Training Consortium 

(AAETC), 2008b). 

 

The degree to which an individual with an ASD is variously affected in these areas of 

functioning produces an idiosyncratic profile that should be assessed and appropriately 

addressed through any education program undertaken by both parents and professionals 

(Australian Autism Education and Training Consortium (AAETC), 2008b). It is 

increasingly evident that there is no single best-suited and universally effective 

educational method for all children with an ASD over time.  Research has found that the 

best programs are those that incorporate a variety of objectively verified practices and are 

designed to address and support the needs of individual students and the professionals 

and families with whom they are linked (National Research Council, 2001; Olley, 1999; 

Simpson, 2005, 2007; Simpson et al., 2003). A research review of ten years of research 

conducted by Iovannone et al.(2003) that investigated effective educational practices for 

students with an ASD revealed six best practice core elements that have empirical 

support and should be included in any educational program for students with an ASD, 

these being: 

 (a) individualized supports and services for students and families, 
 (b) systematic instruction, 
 (c) comprehensible/structured learning environments, 
 (d) specialized curriculum content, 
 (e) functional approach to problem behavior, and 
 (f) family involvement (p. 150) 
 

The need to individually tailor educational programs for students with an ASD places 

parents and professionals in very demanding circumstances regarding adoption of 

appropriate and effective educational practices concerning the individual child with an 

ASD over time. Consequently, there is a long-standing tradition by parents of children 

with an ASD of accepting educational methods and strategies that sometimes lack 

efficacy and proven utility (Gresham et al., 1999; Heflin & Simpson, 1998; Simpson, 

2004, 2005).  Families often do not have access to educational research of specific 

students with an ASD which meets rigorous peer review and has a history of yielding 

positive results over time (Simpson, LaCava, & Graner, 2004). The difficulty is that there 

are only limited samples of students with an ASD with similar characteristics, programs 

and needs because of the highly idiosyncratic nature and progress of the disorder 

(Simpson, 2005).  In addition to this, Prior and Roberts (2006) indicate that while there is 

comprehensive early intervention research available there is limited research regarding 
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what types of intervention are best for improving long term learning and adaptive 

functioning into adulthood. 

 

To help parents in this difficult quest of dealing with their child’s education the 

Australian Government has recently committed $190 million from 2008 to 2012 to 

deliver the Helping Children with Autism (HCWA) initiative to address the considerable 

need for support and services of children with ASDs. Part of this recent initiative includes 

a Positive Partnerships: Supporting school-aged students on the Autism spectrum 

component which consists of a series of workshops for both parents/carers and 

professionals. The workshops for both parents/carers and professionals have strongly 

indicated the need for use of evidence-based practice when dealing with the education of 

students with an ASD.  The workshops reiterated that “for both parents and professionals 

it is important to have a broad understanding of the range of approaches available, the 

evidence for or against their use and an understanding of which children on the Autism 

spectrum are most likely to benefit from the intervention” (Australian Autism Education 

and Training Consortium (AAETC), 2008b, p. 76). To this end, the workshops provided 

an overview of current interventions and their evidence-base which could be used by 

parents/carers and professionals alike when educating a child with an ASD.  According to 

the Parent/Carers’ Participants’ Guide (Australian Autism Education and Training 

Consortium (AAETC), 2008b), the interventions can be categorized under six major 

headings: (1) Behavioural, (2) Developmental, (3) Therapy-based, (4) Sensory-motor, (5) 

Combined and (6) Family based.  Similar headings were previously used in a former 

comprehensive review of early intervention research provided by Australian researchers 

Roberts and Prior (2006) in their Review of the Research to Identify the Most Effective 

Models of Practice in Early Intervention for Children with Autism Spectrum Disorders . 

 

The following is a brief summary of the main aspects of these categories according to 

these two recent Australian sources: 

 

(1) Behavioural - “… are those in which operant learning techniques based on learning 

theory constitute the predominant feature of the intervention approach” (Francis, 2005). 

“Applied Behaviour Analysis (ABA) is an approach in which operant learning techniques 

are applied in a systematic and measurable manner to increase, reduce, maintain, and/or 

generalize target behaviours” (Australian Autism Education and Training Consortium 

(AAETC), 2008b, p. 45).  The Lovaas Program and Contemporary Applied Behaviour 
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Analysis (Pivotal Response Training, Natural Language Paradigm, and Incidental 

Teaching) are current examples of behavioural intervention programs.  Behavioural 

interventions are well supported by extensive research but there is still controversy 

regarding “particular behavioural interventions and programs, concerns about 

methodological issues and differences in interpretation of research findings” (Australian 

Autism Education and Training Consortium (AAETC), 2008b, p. 46).  

 

(2) Developmental - “… focus on the child’s ability to form positive, meaningful 

relationships with other people … the aims of these programs are to promote: attention, 

relating to and interacting with others, experience of a range of feelings, and organized 

logical thought” (Australian Autism Education and Training Consortium (AAETC), 

2008b, p. 46).  The Developmental Social-Pragmatic Model, Floor Time (DIR) and 

Relationship Development Intervention (RDI) are current examples of Developmental 

programs. There is only a limited amount of research evidence to support this type of 

intervention and studies have “been pre-experimental, have lacked independence, or have 

been limited by methodological flaws” (Australian Autism Education and Training 

Consortium (AAETC), 2008b, p. 47). 

 

(3) Therapy based –  

               A number of communication focused interventions are commonly 
used with children with Autism.  These may be used in isolation or 
integrated into a more comprehensive program. Some research has 
examined the effectiveness of communication focused interventions 
with mixed results.  Although positive outcomes have been reported 
for some communication based interventions, there is a lack of large, 
comprehensive, and well controlled studies (Australian Autism 
Education and Training Consortium (AAETC), 2008b, pp. 47-48).  

 

Current examples of therapy based interventions and their research evidence are 

variously listed below. The use of Visual Strategies and Visual Cued Instruction and The 

Picture Exchange Communication System (PECS) has some research support.  The 

employment of Social Stories and Speech Generating Devices (SGD) has not been 

adequately empirically verified, however, Social Stories is a strategy commonly used by 

parents and professionals with some children with an ASD.  There is no evidence that 

Facilitated Communication (FC) “results in consistent, useful, or spontaneous 

communication for children with Autism, and concerns have been raised that FC is 

actually associated with negative effects for the individuals and/or their families” 

(Australian Autism Education and Training Consortium (AAETC), 2008b, pp. 48-49). 
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Functional Communication Training (FCT) “is a behavioural strategy for teaching people 

with Autism to use Augmentative and Alternative Communication (AAC) to counteract 

their reliance on challenging behaviour to convey their messages” (Australian Autism 

Education and Training Consortium (AAETC), 2008b, p. 49).  FCT is currently used as 

the treatment of choice by parents and professionals when dealing with the sometimes, 

difficult behaviour of children with an ASD. 

 

(4) Sensory-Motor –  

               There is growing awareness of the sensory issues that characterize 
Autism and a corresponding interest in interventions designed to 
manage the environment to lessen the impact of sensory factors. 
Research is needed to investigate the type and extent of the sensory 
characteristics of Autism and interventions designed to manage these 
(Australian Autism Education and Training Consortium (AAETC), 
2008b, p. 49).   

 

Both Auditory Integration Training (AIT) and Sensory Integration (SI) training have 

limited research evidence to support their use. 

 

(5) Combined Interventions – These programs incorporate behavioural and 

developmental strategies and focus on working with and managing the characteristics of 

ASDs.  Two programs, The SCERTS Model and the TEACCH whole of life approach 

program, are current examples of this type of intervention.  The SCERTS Model: 

               focuses on Social Communication, Emotional Regulation, and 
Transactional Support as the principal dimensions for intervention 
planning.  The goal of the program is to directly address the core 
deficits observed in children with Autism, based on a highly 
individualised approach which addresses the primary deficits 
affecting each child (Australian Autism Education and Training 
Consortium (AAETC), 2008b, p. 49).  

 

This model of service provision has not been independently validated.  The Treatment 

and Education of Autistic and related Communication-handicapped Children (TEACCH) 

program “is a whole of life approach aimed at supporting children, adolescents, and 

adults with Autism through the provision of visual information, structure and 

predictability” (Australian Autism Education and Training Consortium (AAETC), 2008b, 

p. 50).  Positive outcomes have been found in a small number of studies conducted to 

assess this program. 
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(6) Family based – These programs focus on working with families to develop skills in 

working with their children. Examples of these various interventions include The Hanen 

Program, The Help! Program, NAS EarlyBird Program and Family-centred Positive 

Behaviour Support (PBS) (Australian Autism Education and Training Consortium 

(AAETC), 2008b).  While there is some evidence indicating the benefits of such 

programs there is a need for more research to evaluate their effectiveness (Roberts & 

Prior, 2006). 

Early Intervention.  

As indicated, there is an ever-growing body of research regarding the most efficacious 

educational interventions for students with an ASD.  This is especially so in the early 

intervention stages of education (Roberts & Prior, 2006). Reasonably comprehensive 

early intervention research shows that early, intensive, behavioural and psycho-

educational intervention can sometimes dramatically improve the often bleak prognosis 

given to children diagnosed with an ASD. The last 20 years of research has revealed that 

evidenced based, early intervention (EI) can have a significant positive impact on the 

educational progress of the child with an ASD (Birnbrauer & Leach, 1993; Francis, 2005; 

Green, 1996; Howard, Sparkman, Cohen, Green, & Stanislaw, 2005; Jordan, 2004; 

Lovaas, 1987; Magiati, Charman, & Howlin, 2007; McEachin, Smith, & Lovaas, 1993; 

Roberts & Prior, 2006).  

 

One of the most efficacious, evidence-based early intervention methods is the Applied 

Behaviour Analysis / Discrete Trial Traning (ABA/DTT) method which requires up to 40 

hours per week of one-on-one intervention in some best practice models (Birnbrauer & 

Leach, 1993; Francis, 2005; Howard et al., 2005; Lovaas, 1987, 2003; McEachin et al., 

1993; Palm Consulting Group, 2005; Roberts & Prior, 2006; Smith, Wynn, & Lovaas, 

1996).   Research indicates that: early intervention is time-critical; and that it should be 

conducted as early as possible over a number of years; be intensive; be generalized over 

as many environments as possible; be initially one-on-one; and be based on behavioural 

and psycho-educational principles (Birnbrauer & Leach, 1993; Francis, 2005; Green, 

1996; Howard et al., 2005; Howlin & Rutter, 1987; Lovaas, 1987; Magiati et al., 2007; 

McEachin et al., 1993;  Roberts & Prior, 2006; Smith & Lovaas, 1998; Smith, 1996; 

Lovaas, 2003; Eccleston, 2005; Myles, 2005).  
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A recent Australian study commissioned by the Australian Government Department of 

Health and Ageing to review the research to identify the most effective models of 

practice in early intervention for children with an ASD, confirmed that current   

recommended best practice is as follows:   

               The most systematic evidence available has come from evaluations 
of intensive behaviour intervention programs, such as The Lovaas 
program which uses Applied Behaviour Analysis (ABA) including 
Discrete Trial Training.  These evaluations have shown improved 
learning and behavioural development in a significant proportion of 
children. However, these methods do not suit all children and 
families, and strict conditions of timing, intensity, and quality of 
therapist training influence the success of these methods. Other 
programs have so far not provided sufficient evidence of short or 
long term improvement to qualify for unreserved support.… To be 
successful EI needs to be extensive and intensive.  A minimum of 20 
hours a week over two or more years is essential for young children 
to make major gains (Prior & Roberts, 2006, p. 3). 

 

Prior and Roberts (2006) list the following key common elements as necessary for 

effective early intervention: 

 - An Autism specific curriculum content focusing on attention, 
compliance, imitation, language, and social skills. 

 -  Highly supportive teaching environments which deal with the need 
for predictability and routine, and with challenging behaviour, 
obsessions, and ritual behaviours. 

 - Support for children in their transition from the preschool 
classroom. 

 - Support for family members including partnership with 
professionals involved in treatments (p. 3). 

 
Any program should also account for individual variation in both the child with an ASD 

and their family, in terms of their relative strengths and needs, and it is important to 

recognize that “no one program will suit all children with Autism and their families” 

(Prior & Roberts, 2006, p. 3).  According to Roberts and Prior (2006), parents also need 

current accurate information about treatment options and “emotional support, advice, and 

training in working with their children” during diagnosis and beyond (p. 74).   

 

Given the intensity of recommended, best practice, behavioural interventions it is not 

surprising that many parents find the funding of such programs problematic. In a recent 

US study investigating financial issues associated with having a child with an ASD, 

Sharpe and Baker (2007) indicated that “many survey respondents forfeited future 

financial security and even experienced bankruptcy to provide needed therapy for a child 

with Autism” (p. 247). It has also been reported in Australia that some families are 
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spending up to $60,000 per year of their own money to cover the cost of the intensive 

therapy needed in best practice models of EI for their child with an ASD (Eccleston, 

2005).   

 

In another recent study investigating the economic costs of Autistic Disorder and 

Asperger’s Disorder in Australia, it was found that ASD has a total overall annual cost of 

between $4.5 and $7.2 billion per annum, with a mid-point of $5.8 billion (Synergies 

Economic Consulting Pty Ltd, 2007). It is reported that “This equates to an average 

incremental cost of approximately $56,000 per person with ASD (this is not the total 

expenditure – it represents the costs over and above other costs that would normally be 

incurred by people without ASD)” (Synergies Economic Consulting Pty Ltd, 2007, p. 

13). The report indicates that these figures are underestimates and do not include the cost 

of implementing intensive early intervention programs. They only reflect costs associated 

with general and mental healthcare; social services; education; employment; informal 

care; and the impact on well-being (Synergies Economic Consulting Pty Ltd, 2007). 

 

Along with problems associated with cost, Roberts and Prior (2006) indicate there is 

often a lack of appropriately trained consultants that has sometimes forced parents to 

conduct their own home-based intensive behavioural programs with only intermittent 

support from professionals (Johnson & Hastings, 2002).  Research (Bibby, Eikeseth, 

Martin, Mudford, & Reeves, 2002; Mudford, Martin, Eikeseth, & Bibby, 2001) indicates 

that it is unlikely that home-based, intensive behavioural programs will result in the same 

gains as those clamed in the original Lovaas (1987) study without appropriate support.  In 

a study examining the facilitating factors and barriers to the implementation of home 

based intensive behavioural intervention programs, it was found that having a supportive 

committed team, financial resources, and the support of family and friends were the most 

frequently cited facilitating factors (Johnson & Hastings, 2002).  Most frequently cited 

barriers to parents running successful home based programs were difficulties recruiting 

experienced, trained staff, funding, and personal/family resource constraints. The most 

frequently cited barrier and facilitating factor was the quality of the program team 

(Johnson & Hastings, 2002).  Further to this, another recent study explored the range of 

impacts on families who were running early, intensive, behavioural intervention 

programs for their children with an ASD and found that the programs had mixed impacts 

– “specific sources of anxiety and stress on families through the programmes’ demands 
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were accompanied by significant sources of support provided through the programmes’ 

benefits” (Trudgeon & Carr, 2007, p. 294). 

 

Roberts and Prior (2006) point out that there are considerations and limitations regarding 

the intensive, early intervention, behavioural research. As mentioned above, there are 

potential issues regarding the quality of expertise, training and supervision required to 

maintain the treatment integrity of an intensive behavioural intervention (home-based or 

otherwise) (Mudford et al., 2001; Smith, 1993). There is also no conclusive evidence 

about the optimal intensity of early behavioural programs. Roberts and Prior (2006) 

indicate that “a number of researchers (Anderson, Dipietero, Edwards, & Christian, 1987; 

Sheinkopf & Siegal, 1998; Smith, Groen, & Wynn, 2000) have suggested that the smaller 

gains made by the participants in their studies compared to the original group in the 

Lovaas study (1987) were a result of fewer hours of treatment per week” (p. 49).  

However, other research by Sallows and Graupner (2005) found little difference in 

treatment outcomes between children who received slightly more intensive clinic-

directed behavioural intervention versus children who received slightly less intensive 

parent-directed therapy. By contrast, a very recent, comprehensive study found that 

increasing treatment hours within an early, intensive, behavioral intervention program 

resulted in greater efficiency in new skill acquisition and this effect was the strongest in 

younger children within the study (Granpeesheh, Dixon, Tarbox, Kaplan, & Wilke, 

2009). 

 

Questions have also been raised about whether the use of contingent aversives in the 

original Lovaas (1987) study could account for the success of the Lovaas style intensive 

behavioural program over others (Lovaas, 1987; McEachin et al., 1993).  More recent 

research by Sallows and Grapner (2005) has indicated that current Lovaas style intensive 

behaviour programs no longer use contingent aversives and have been found to be 

effective for some children with Autism.  There have been claims made that intensive, 

behavioural programs can help some children achieve ‘normal functioning’ over time 

(Lovaas, 1987; McEachin et al., 1993). Such claims have been questioned regarding the 

magnitude of the reported changes (Mesibov, 1993). 

Formal  Schooling. 

Historically, students with an ASD were often segregated from their neurotypical peers 

and placed in separate schooling or separate classrooms within mainstream schools.  In 
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Western countries, there has been an increasing trend toward the ‘inclusion’ of such 

students in mainstream classrooms as part of an international emancipatory movement to 

include the disabled in regular classrooms and mainstream life. Some educators have 

expressed considerable misgivings about ‘inclusive’ education for disabled students in 

mainstream settings when the necessary ingredients are missing or inadequate (Kavale & 

Forness, 2000).  Kavale (2000) writes that: 

               Inclusion appears to be not something that simply happens, but rather 
something that requires careful thought and preparation. The focus 
must not simply be on access to general education, but rather the 
assurance that when inclusion is deemed appropriate, it is 
implemented with proper attitudes, accommodations, and adaptations 
in place (p. 287).  

 

The efficacy of ‘inclusion’ of all students with an ASD into mainstream classrooms at all 

stages of their education has also been questioned over time. Research has found that 

some students with an ASD may benefit from mainstream, partly or fully segregated 

programs depending upon their individual profile, development and the educational 

context they must negotiate with or without support (Bondy, 1996; Jordan, 2005; Myles 

& Adreon, 2001; Newson, 1995; Shaddock, 2003, 2005; Simpson, 1995, 2004, 2005). 

Mesibov and Shea (1996) who reviewed the outcomes of full ‘inclusion’ for students 

with an ASD found that these students often benefited less than other students with other 

types of disabilities did. 

 

Some studies (Howlin, 1998; Kasari, Freeman, Bauminger, & Marvin, 1999; Moreno, 

Aguilera, & Saldana, 2008) have found that parents of children with an ASD are more 

likely to endorse schooling where teachers have specialised training and the educational 

program focuses on the specific needs of students with an ASD.  Moreover, some parents 

of children with an ASD in mainstream segregated settings have been found to be less 

satisfied with their child’s schooling than their parental counterparts in Education 

Support Schools (Moreno et al., 2008).  In terms of mainstream inclusion of students with 

an ASD, Moreno et al. (2008) conclude “that it is not the inclusive process itself that 

parents are concerned with, but the risks of insufficient provision that sometimes 

accompany it” (p. 172). Roberts and Prior (2006) drawing on the work of Shaddock 

(2003) indicate that “it may be preferable to put focus on providing students with 

appropriate education to meet their needs rather than assuming that inclusion in a regular 

classroom is the optimum placement for all students with Autism at all stages of their 

education” (p. 86).  
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Drawing on the research of Dawson and Osterling (1997), Howlin (1997), Marcus, 

Garfinkle, and Wolery (2001), and Rogers (1998) who have comprehensively reviewed 

international educational programs for children with an ASD, Roberts and Prior (2006) 

provide a composite list and explanation of the common key elements of effective 

interventions. While these intervention recommendations have relevance for early 

educational intervention, they also have application in the range of educational settings 

available to students with an ASD in the later formal schooling years. While Roberts and 

Prior (2006) indicate that some of the philosophical approaches may differ in some of the 

programs which use these key elements, the common key elements are as follows: 

               (1) Curriculum Content – (should contain five basic skill domains) 
Ability to attend to elements of the environment; ability to imitate 
others; ability to comprehend and use language; ability to play 
appropriately with toys; and, ability to socially interact with others.   

 
               (2) Supporting the Need for Highly Supportive Teaching 

Environments and Generalization Strategies - The core skills 
explained above are taught in highly supportive teaching 
environments and are then systematically generalized to more 
complex, natural environments. 

 
              (3) Supporting the Need for Predicability and Routine – Research 

indicates that children with an ASD become more socially 
responsive and attentive when information is provided in a highly 
predictable manner. 

 
               (4) A Functional Approach to Challenging Behaviour – Most 

programs focus on the prevention of problem behaviour by means of 
increasing the child’s interest and motivation, structuring the 
environment and increasing positive reinforcement for appropriate 
behaviour. Should problem behaviour persist, the behaviour is then 
analysed to determine the function of that behaviour for the child.  
The environment is then adapted in specific ways to avoid triggers 
and reinforcers for that problem behaviour and appropriate behaviour 
is taught to give the child an alternative, more acceptable behaviour.  

 
              (5) Transition Support – Most programs recognize that transition to 

school is a time when children with an ASD need a great deal of 
support.  Effective programs actively teach school skills to enable the 
child to be as independent as possible. Programs frequently take an 
active role in finding school placements that will best suit the child 
with an ASD and then actively integrate the child into the new 
setting. 

 
              (6) Family Involvement – Effective programs recognize that parents 

are a critical component in early intervention for children with an 
ASD.  Most programs support parents to choose the type and 
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intensity of their involvement in their child’s program.  Effective 
programs are sensitive to the stresses encountered by families of 
children with an ASD and provide parent groups and other types of 
emotional support. 

 
In addition to these common key elements, Roberts and Prior (2006) suggest further 

important strategies or methods not utilized by all models of intervention but 

recommended by a significant number of the reviewers:  

              (1) Use of Visual Supports – the provision of augmentative 
communication methods is a characteristic of many programs 
reviewed.   

 
              (2) Sufficient Intensity – a minimum of 15 hours per week of early 

intervention treatment should occur and the concept of ‘intensity’ is 
complex where meaningful engagement by the child with an ASD is 
seen as the key factor of a program’s success.  

 
              (3) Multi-Disciplinary Collaborative Approach – Children with an 

ASD require a multi-disciplinary approach to assessment and service 
provision. The team is likely to include speech pathologists, 
physiotherapists, teachers, psychologists and parents. 

 
               (4) Inclusion of Peers – Many successful programs include typically 

developing peers. 
 
               (5) Emphasis on Independent Functioning – Many successful 

programs emphasize child independence, initiative and choice 
making. 

 
               (6) Addressing Obsessions and Rituals – A good program will 

recognize the importance of obsessions and rituals as possible 
underlying causes of many problem behaviours.  However, these 
behaviours may have a positive function for the child in regulating 
anxiety and may act as a powerful source of motivation and reward.    

 
 
Roberts and Prior (2006) indicate that because of individual variation between children 

with an ASD and their families, programs should be “appropriately adapted to the child’s 

pattern of strengths and weaknesses and take account of family circumstances” (p. 83). 

Key interrelated aspects of any educational program for students with an ASD should 

consider type of placement, teaching methods employed and the curriculum (Roberts & 

Prior, 2006; Roberts, 2004).  

 

Few models and procedures exist regarding facilitation of placement and maintenance of 

students with an ASD in mainstream classrooms (Roberts & Prior, 2006).  As a result, 

teachers often feel unsupported and have no option but to design their own ‘inclusion’ 
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programs in the absence of clear guidelines (Roberts & Prior, 2006; Simpson et al., 

2003). Two ‘inclusion’ models suggested for use by Roberts and Prior (2006) are by 

Rose et al. (2003) and Simpson et al. (2003). The Rose et al. (2003) ‘inclusion’ program 

lists the core elements of educational practice in any instructional program for students 

with an ASD that have empirical support, as the following:  

 - environmental and curricular modifications, general education 
classroom support and instructional methods including systematic 
instruction 

 -  specialized curriculum content 
 -  individualised supports and services for students and families 
 -  comprehensible/structured learning environments 
 -  functional approach to problem behaviour 
 -  family involvement/home-school collaboration 
 -  attitudinal and social support 
 -  coordinated team commitment 
 -  recurrent evaluation of inclusion procedures.  
 

Simpson et al. (2003) similarly list core elements of their Autism Spectrum Disorder 

Inclusion Collaboration model which have empirical support as the following:  

 -  availability of appropriately trained support personnel 
 -  access to collaborative problem-solving relationships 
 -  availability of para-educators (teachers’ aides) 
 -  reduced class size 
 -  adequate teacher planning time 
 - availability of paraprofessional (teachers’aide) and teacher in-

service training 
 -  the importance of a positive school climate 
 - the development of social skills for the student with Autism in     

inclusive settings 
 - shared responsibility by general and special educators and regular 

school community ownership of the included student(s) with Autism.  
 
The limited amount of research which has been conducted into the education of students 

with an ASD in high school environments has shown that the most salient features of the 

student’s Autism are accentuated during adolescence and this can lead to serious 

academic and social problems (Adreon & Stella, 2001; Myles & Adreon, 2001).   

 

In terms of the Australian high school context, Shaddock et al. (2007) indicates that 

secondary schools experience both external and internal pressures on their use of 

‘inclusive’ practice in relation to students with disabilities. Shaddock et al. (2007) states: 

               Ainscow (2005) refers to external factors such as competition 
between schools and parental choice while Pearce and Forlin (2005) 
list internal impediments to inclusion that include the structure of 
some high schools, their organizational practices and the reliance of 
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some teachers on traditional “stand and deliver” teaching and where 
the emphases seem to be more on subjects and departments than on 
students and pedagogy (p. 43). 

 
 
In relation to high school students with an ASD in an Australian context, Shaddock 

(2005) indicates that a variety of high school inclusion models presently exist in the 

Australian context with varying success. These range from a ‘home room’ model to 

individual placement models. Shaddock (2005) concludes that “perhaps it is not the 

setting, but what goes on in the setting, that is the crucial variable” (Shaddock, 2005, p. 

33).   

 

Further to this discussion, it is recommended that the core elements of effective teaching 

of students with an ASD should be appropriately adapted to the age of the individual with 

an ASD (Marks et al., 2003; Ministry of Health, 2008). In a recent, comprehensive New 

Zealand Autism Spectrum Disorder Guideline (2008) core elements were expanded to 

include application in both the 7-12 and the 13-20 year age bracket (Ministry of Health, 

2008).  To illustrate, under the core element of ‘individualised supports and services’ 

there were recommendations as to how to incorporate the child’s preferences and special 

interests in relation to the two different age groups. In the younger primary years, it was 

recommended that educators “include the student’s preferences and special interests into 

the learning objectives for teaching in almost any curriculum area” (Ministry of Health, 

2008, p. 294); whereas, in the latter high school years:  

               the actual content becomes more prescribed and more difficult to 
adapt.  Therefore, teachers should: 

               - give students options, such as courses within their interest studies 
by correspondence. 

               - consider flexible ways for students to demonstrate their knowledge. 
               - work with students to give them the social understanding to be able 

to interpret the achievement criteria (Ministry of Health, 2008, p. 
294). 

 

In Mesibov and Shea’s (1996) review of the research literature on full ‘inclusion’ of 

students with Autism it was shown that full ‘inclusion’ often discourages the 

development of specialized approaches while the unique characteristics of students with 

Autism make some level of specialization essential. 
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Post Secondary Education. 

Limited research has been conducted into the post secondary circumstances of students 

with an ASD (Powell, 2003).  In terms of students with general learning difficulties 

and/or psychiatric disorders, tertiary study has been found to be very challenging.  

Depression and anxiety are commonly reported concerns (Arthur, 1998). The more 

complex demands of university life often result in exacerbating the student’s learning, 

oral communication and social interaction difficulties (Westby, 2000).  Such students 

often show a lack of understanding of their own learning needs, lack self advocacy skills 

and often feel uncomfortable about disclosing their conditions because of possible 

stigmatization; all of which interfere with their ability to seek support (Patwell & Herzog, 

2000; Smith et al., 2002).  

 

In terms of older students with an ASD, research (Kim, Szatmari, Bryson, Streiner, & 

Wilson, 2000; Tantam, 2000) indicates that the effects of an ASD can be greatest in 

adolescence and young adulthood where individuals with an ASD must negotiate such 

areas as completing school, finding work, developing a social network, contributing to a 

household and participating in a community (Jennes-Coussens, Magill-Evans, & Koning, 

2006). It is during this transition time that individuals with an ASD can suffer more 

seriously from problems of anxiety and depression (Kim et al., 2000). Preliminary 

research into support services for students with an ASD in higher education indicates that 

there are an increasing number of individuals with an ASD entering tertiary education 

(Smith, 2007). While some limited support is available through student services, it is 

generic in nature and not ASD specific or tailored to the individual needs of the student.  

The research also highlights the need for ASD specific faculty education to help faculty 

members understand how best to succeed with a student with an ASD (Smith, 2007).  

There is also a call by Smith (2007) for greater consultation, communication and 

feedback between faculty members and the student with an ASD to ensure that their 

specific learning needs are being met over time.   

 

Recent studies indicate that the majority of individuals with an ASD have milder forms of 

the disorder and the number of those diagnosed with Asperger Disorder is double the 

number diagnosed with Autistic Disorder (VanBergeijk, Klin, & Volkmar, 2008; 

VanBergeijk & Shrayermman, 2005). Hence, there are potentially many individuals with 

an ASD who are and will be intellectually capable of a university level education in the 
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future.  According to VanBergeijk et al. (2008), these individuals have the potential to 

become independent contributing members of society with appropriate and specifically 

tailored interventions. Such interventions include well-planned transitions from high 

school to a tertiary environment.  There should also be an examination by parents of the 

‘goodness of fit’ between the student and the prospective tertiary institution (VanBergeijk 

et al., 2008).  This should incorporate examination of “the size of the university, the size 

of the typical classes and the receptiveness of the institution to the students with a variety 

of disabilities” (VanBergeijk et al., 2008, p. 1368).  Support services at tertiary level 

should also be expanded to allow effective intervention into potential areas of difficulty 

for students with an ASD.  The areas of difficulty may include areas of communication, 

social and independent living skills and executive functioning (VanBergeijk et al., 2008). 

Other recent research, investigating the postsecondary educational aspirations of high-

functioning adolescents with an ASD and their parents, has shown that both groups have 

clear postsecondary goals but have significant concerns about the readiness of 

postsecondary institutions to meet the specific needs of a student with an ASD 

(Camarena & Sarigiani, 2009). 

How Parents Deal with the Education Process. 

Research confirms that parents serve a key role in providing effective educational 

intervention strategies for children with an ASD (Feinberg & Vacca, 2000; Lord & 

McGee, 2001).  Engaging with parents of children with an ASD is an integral component 

towards the achievement of teacher-parent efficacy in the ‘inclusive’ classroom (Ferraro, 

2008).  Parents are a constant in the lives of their children with an ASD and as such have 

the ability to provide a rich and ongoing account of what works best for their child when 

engaging with education professionals (Ferraro, 2008; O'Brien & Daggett, 2006). The 

recent Australian Roberts and Prior (2006) review of early intervention research further 

acknowledges that parents of children with an ASD often “play a critical role in 

supporting their children’s learning” (p. 74). They indicate that parents often drive the 

decision making process and often take a primary role in delivering intervention (Roberts 

& Prior, 2006). Involvement of parents in the education process allows all key 

stakeholders to be part of the decision-making process and leads to improved learning 

outcomes for the child with an ASD (Roberts & Prior, 2006). It also identifies the child’s 

strengths and interests, develops student-centred plans and provides joint problem solving 

opportunities (Australian Autism Education and Training Consortium (AAETC), 2008b).   
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Unfortunately, many parents have historically been seen as peripheral to their child’s 

education and treatment and in some cases have been viewed as obstacles or even 

adversaries (Hardman, Drew, & Egan, 1995; Turnbull & Turnbull, 2001). It has been 

found that less than optimal levels of cooperation often emerge and this affects the 

overall efficacy of service delivery and eventual well-being of those being served (Lake 

& Billingsley, 2000). Aigne, Colvin, and Baker (1998) explain that professionals have 

traditionally approached parents from an impact-based model focusing primarily on the 

child’s disability rather than on the individual child and historically, this has been the 

basis for much of the friction between the two groups. Much of the research has 

examined parent-professional interaction from the perspective of the education 

community with limited studies being undertaken from the perspective of the parent 

(Stoner et al., 2005).  Limited research from a parental perspective has identified such 

issues as: difficulty obtaining services, inadequate service delivery, and lack of 

collaboration as key parental concerns (Dunlap, Robbins, & Darrow, 1994; Kohler, 

1999). 

 

Parental involvement in the educative process is supported throughout the research 

literature but engagement with parents is often lacking throughout schooling communities 

(Ferraro, 2008; Stoner & Angell, 2006). Research by Stoner et al. (2005), who 

investigated the perspectives of parents who had a child with an ASD and their self-

reported roles with education professionals, reveals that over time parents’ trust in 

recognized experts often reduces while parents’ trust in their own instincts is reinforced: 

               The struggle for a diagnosis initiated a pattern of persistent behavior, 
and a sense of distrust (in the parents) with medical professionals, 
which continued and influenced parent interactions with education 
professionals (pp. 41- 42). 

 
In a further study investigating constructive guidelines for collaboration between families 

and professionals it was found that both groups believed in the importance of 

communication, commitment, equality, skills, respect, and trust for successful 

relationships to occur (Blue-Banning, Summers, Frankland, Nelson, & Beegle, 2004). In 

relation to trying to engage with education professionals successfully, Stoner and 

Angell’s study (2006) shows that parents of children with an ASD often take on a variety 

of roles when interacting with their child’s school and such interactions are mediated by 

trust: 

               Parent participants, especially mothers, consistently engaged in four 
roles: (a) negotiator, (b) monitor, (c) supporter, and (d) advocate.  In 
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addition, the degree of perceived parental trust in education 
professionals affected the extent of their engagement in the roles of 
negotiator, monitor and supporter. The data also indicated that 
parents’ education monitoring was mediated by the trust the parents 
placed on the education professionals (p. 177). 

 
Recent research shows that most mothers adopt an enhanced advocacy role for their child 

with an ASD and in some cases demonstrate an activist role and extend their efforts 

towards campaigning for change outside of their own families (Ryan & Cole, 2009).  

 

In another recent study investigating factors contributing toward parental efficacy of the 

cognitive, behavioral and social development of autistic children it was found that 

parental involvement, parent-efficacy and satisfaction with the educational process of 

children with an ASD is closely related to the cognitive, behavioural and social 

development of their children (Ferraro, 2008). However, this parental involvement 

needed to be part of a collaborative process with school-wide commitment among 

parents, educators, students, community, and policy makers towards long-term outcomes 

(Ferraro, 2008).  Medical experts were also nominated as important in terms of their need 

to collaborate with parents by providing early diagnosis screening and detection 

programs to promote increased levels of parent-efficacy in relation to early intervention 

and appropriate educational programs for children with an ASD (Ferraro, 2008). The 

presence of faculty/staff knowledge was an attribute which parents felt significantly 

contributed towards parental satisfaction “with the assumption of parent-teacher training / 

in-service programs as a necessary component to determine the types of strategies / 

interventions that work best for the unique characteristics as per the wide array of Autism 

Spectrum Disorders” (Ferraro, 2008, p. 146). 

 

For many years regular schools in Australia have been encouraged to engage parents in 

active communications, however, such interactions do not typically occur as state policy 

directives require (Stanley, Beamish, & Bryer, 2005b). Given that many parents of 

children with an ASD spend many years researching their child’s circumstances (Stoner 

et al., 2005), they often feel justified in their expectation that they will be included in 

discussions and decision-making regarding their child’s specific educational situation.  

The importance of this element is further confirmed in recent research by MacDermott 

(2008) who investigated the views of 92 WA families who currently have school-aged 

children with a suspected or confirmed ASD and found: 
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               One of the ‘loudest’ points to come out of this study’s findings was 
the need by families to be heard and for their experiences, expertise 
and opinions to be accepted as important and equal in the care and 
development of their children … It is essential that the professionals 
and service providers working with families listen, hear what is 
being said, and engage with parents in a respectful and collaborative 
process to not only maximize the day-to-day functioning of these 
families and their children but also to enable them to thrive and 
weave their unique voices into the fabric of their surrounding 
communities (p. 7-8). 

 

Unfortunately, Australia does not presently have an equivalent to the U.S. 1997 

amendment to the Individuals with Disabilities Education Act (IDEA), which mandates 

that parents of children with disabilities have the legal right to be involved in all aspects 

of their children’s education. According to Stoner and Angell (2006), IDEA stipulates 

that: 

               parents must be invited to participate on their children’s education 
teams as these teams identify and evaluate children for special 
education, set educational goals, and make service delivery choices 
(p. 177) . 

 
Further to this, MacDermott (2008) states that Western Australian “families / carers need 

to be recognized as having unique and specific information regarding their child’s 

strengths, challenges and learning styles and provided with opportunities to be ongoing 

collaborative partners in designing and implementing intervention / educational 

programs” (p. 9). 

Australian & WA Disability Educational Provision Research. 

Research has delivered a disappointing report card regarding how disabled students are 

presently accommodated in the West Australian and Australian context. A recent 

Australian national project investigated ways to improve the learning outcomes of 

students with disabilities in the early, middle and post compulsory years of schooling 

(Shaddock et al., 2007). The project conducted a research review of some 400 references 

and found that “many teachers worldwide say they do not have the time or resources to 

make adaptations for students with significant individual needs and these concerns have 

been expressed for many years” (Shaddock et al., 2007, p. xiii).  Moreover, in terms of 

what adaptations teachers do make for students with disabilities in their classroom, 294 

mainstream Australian teachers randomly selected from all states and education sectors 

indicated that they tend to incorporate “accommodations that can be made for the whole 
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class, that are efficient of teacher time and effort and that do not involve major changes to 

class organization or substantial individualization” (Shaddock et al., 2007, p. xiv).   

 

This echoes the results of an earlier UNESCO-based assessment (Wills & Jackson, 2000) 

that delivered a previous disappointing report card regarding ‘inclusive’ practice in WA. 

Wills and Jackson (2000) indicate that by contrast with Vermont in the USA, which 

provides a best practice benchmark of 74% regarding ‘inclusion’ of children with an 

intellectual disability, WA presents very poorly: 

               Totaling all of the children with an intellectual disability on the WA 
inclusion project and adding the children in remote and rural areas to 
the number of exemplary examples where children are included due 
to positive principals and teachers, from the available figures it is 
apparent that the figures in WA are still below 10% (p. 28). 

 
The project evaluated physical, social and curricular ‘inclusion’ and found some progress 

in the areas of physical and social ‘inclusion’ but curricular ‘inclusion’ showed limited 

progress and was the area most in need of improvement.  Both teachers and their aides 

indicated that poor training and lack of resources left them feeling ill-prepared for 

disabled students in their mainstream classrooms. Inclusion at the curricular level was 

found to be “reserved for students who are academically able to keep up with the 

curriculum in an unaltered state and who present teachers with only minor difficulties 

with access or behaviour” (Wills & Jackson, 2000, p. 27).  While “islands of excellent 

practice” were noted such ‘excellence’ was not commonplace in the WA education 

system (Wills & Jackson, 2000, p. 25). 

 

Further to this, West Australian researchers, O’Donoghue and Chalmers (2000) who 

investigated how country WA teachers managed their work in ‘inclusive’ classrooms, 

found that only three of the eleven participating teachers showed selective adaptation in 

all three areas of classroom organization, teaching methods and curriculum content. This 

would tentatively indicate that the ‘inclusion’ experience for disabled children will be 

different for individual children dependent upon a specific teacher’s response to 

‘inclusion’ and its practices.  The grounded theory study’s conclusion reiterated the 

finding that “teachers tend not to make radical changes to their existing teaching practices 

in response to having a student with a severe or profound intellectual disability as a 

member of their class” (O'Donoghue & Chalmers, 2000, p. 902).   
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Additionally, Forlin (1995) who investigated the attitudes and beliefs of educators toward 

inclusion in 38 Western Australian schools, found that “educators were not overly 

accepting of inclusion, and that acceptance levels tend to decline with teacher experience, 

and with an increase in the severity of a child’s disability” (p. 212) .  More recent 

research by Forlin et al. (2008) confirms that regular WA teachers still find the behaviour 

of the child with an intellectual disability the issue of most concern for them in their 

mainstream classroom with a secondary major concern being their own professional 

competence to deal with such students.  

 

Similarly, Ford, (2007) who investigated South Australian teacher perceptions of disabled 

students with significant behavioural challenges, found that if appropriate expertise was 

not available for these types of students serious consequences could sometimes follow:  

               … without effective support, students who exhibit such behaviours 
may be at risk of (a) being suspended or expelled from school, (b) 
being transferred to more restrictive or segregated placements, (c) 
receiving intrusive and punitive interventions, (d) being placed on 
restrictive medications, and (e) experiencing inadequate, socially 
isolating and stigmatizing post-school outcomes (p. 110). 

 

Ford’s (2007) research also indicated that teachers felt they were insufficiently prepared 

or supported to work successfully with students with significant behavioural challenges 

and expressed the need for comprehensive, regular, and ongoing professional 

development activities that were aligned with their needs and those of their students. 

 

Another source of information regarding disability educational provision in WA comes in 

the form of use by researchers of the Index of Inclusion (Booth et al., 2000). A pilot 

project was initially conducted by the Education Department of WA to identify the 

implications of placing students with intellectual disabilities in their local regular school 

(Chadbourne, 1997).  This review indicated that the leadership of the principal was seen 

as most critical to the success of the ‘inclusion’ programme (Chadbourne, 1997). 

Throughout 2001, another major review, the Review of Educational Services for Students 

with Disabilities in Government Schools, was undertaken by the Department of Education 

and Training to investigate service provision for students with disabilities in WA (Forlin, 

2004). Two key recommendations from this review were: the need to develop and 

implement a system-wide leadership program to provide the foundation for supporting an 

‘inclusive’ education system; and, the need to establish a comprehensive staff 

development process to be implemented across all schools and districts in WA to 
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promote ‘inclusive’ educational practices within school communities (Forlin, 2004).  In 

response to these recommendations, Forlin (2004) suggested a trial of an established 

process, the Index for Inclusion (Booth et al., 2000), to assess how ‘inclusive’ WA 

schools were and suggest ways that they could become more ‘inclusive’.  Forlin’s (2004) 

multisite case study indicated that “dissemination of the Index for Inclusion without a 

clearly developed professional development process to ensure its use is likely to be given 

little more than token acknowledgment by schools” (p. 201).  

 

As part of the Inclusive Education Project initiated by the WA Department of Education 

and Training (DET) Centre for Inclusive Schooling, there was an internal review into the 

appropriateness of the Index for Inclusion tool to assist WA schools to develop, 

implement and sustain more inclusive school cultures, policies and practices.  The review 

indicated that participating primary schools and education support centres were 

demonstrating significant improvement in their ‘inclusivity’. However, all four 

pariticpating secondary schools were experiencing impediments to the progress of 

‘inclusion’.  This prompted a further study that investigated the barriers and facilitators to 

building ‘inclusive’ secondary government schools in a West Australian context (Jenkins, 

2005). Jenkins (2005) study found that the factors of “leadership, organizational 

development, workforce development, curriculum, development of partnerships and 

resource allocation” accounted for variations among the four secondary schools (p. 3).  

These critical features either sustained or diminished the ‘inclusive’ capacity of a 

secondary school community (Jenkins, 2005).  Jenkins (2005) recommended that there 

needed to be additional structural and functional support from all levels of the 

government secondary education system to improve ‘inclusion’ in WA secondary 

schools. 

 

West Australian independent schools’ responses to students with disabilities and learning 

difficulties have also been investigated. The information was derived from questionnaires 

from 98 WA independent schools and interviews with 51 of their principals (Jenkins, 

2002). The questionnaire responses indicated that all types of independent schools were 

making educational provision for students with special educational needs. According to 

Jenkins (2002), these schools were “developing more inclusive models of educational 

provision to respond to increasing enrolments of children with special needs and writing 

new school policies related to the functional aspects of managing student learning and 

participation” (p. iv). Accordingly, new staffing positions were created; building 
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modifications occurred and efforts were made to prepare staff and students for the 

‘inclusion’ of students with special needs. The costs associated with this type of provision 

were only partially covered by the Commonwealth funding allocated per student with 

disabilities at that time. Therefore, school budgetary allocations subsidized the 

educational provision required at significant cost to both schools and parents.  Principals 

identified nine driving forces associated with current and future educational provision for 

students with disabilities and learning difficulties: equity of funding; new sectoral 

strategies; school-wide policy development and effective leadership; positive attitude 

change; informed, equitable enrolment policies and practices; workforce development; 

educational program design and implementation; teamwork; and, contemporary 

dilemmas of schooling.  The report concluded that the ‘inclusion’ of students with 

disabilities and learning difficulties has had a profound impact on the West Australian 

independent school sector “with many schools making noteworthy progress towards 

genuine inclusive education in spite of significant inequities of funding between 

government and nongovernmental sectors” (Jenkins, 2002, p. viii).  

 

From the research, it would seem that disabled students’ experiences of mainstream 

education in WA is likely to be variable and dependent upon the different understandings 

of ‘inclusive’ education that permeate the system. Secondary schooling is seemingly a 

much less reliable context than primary in relation to provision of ‘inclusive’ practice for 

disabled students in WA (Jenkins, 2005).  

WA ASD Educational Provision Research.  

A limited amount of research has been undertaken to investigate the situation for parents 

trying to access an appropriate, evidence-based education for their child with an ASD in a 

West Australian context.  A 1998 report, Models of Educational Service Provision for 

students with an ASD within Government Mainstream Schooling (Crosby, 1998), 

commissioned by DET, sought information about existing practices so that policy and a 

range of educational options could be developed to cater for the varying needs of students 

with an ASD in WA government schools. However, most of the information gathered 

was from primary school and home schooling sites with only one parental response 

gained from a high school context. Results indicated that in order to meet the needs of a 

wide range of students with an ASD in a variety of mainstream schools a flexible 

approach to the delivery of educational services was essential (Crosby, 1998). Parents 

indicated they were concerned about: the lack of clear guidelines for schools to follow 
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upon enrolling students with an ASD; the lack of clear consultation with parents about 

their own child’s needs; the lack of appropriate training of aides, teachers and school 

staff; the lack of expertise, continuity and coordination of support services; the lack of 

teacher aide time; the lack of social skills programs in the curriculum; and the infrequent, 

inefficient use of case conferences devising Individualized Education Plans (IEPs) 

(Crosby, 1998). Parents also described where, on occasion, the ‘inclusive’ situation was 

working well with the common feature being the establishment of good communication 

between all parties and a willingness to work together to achieve outcomes (Crosby, 

1998).  

 

In a more recent WA study investigating the needs of 21 families of adolescents with an 

ASD in metropolitan and regional WA it was found that there were a number of 

significant parent perceived gaps in the availability and accessibility of services 

(Takahashi, 2005). The parents in the study were a more stressed population in 

comparison to parents of typical adolescents and their children with an ASD functioned 

at very low levels of adaptive behaviours (Takahashi, 2005). Overall, the parents were 

not satisfied with current level of support services for their children with an ASD. It is 

significant to note that most families in this study had not accessed intensive early 

intervention for their child with an ASD in their younger years. While a substantial 

proportion of parents reported being satisfied with their child’s current educational 

provision, location was a factor that affected parental satisfaction (Takahashi, 2005).  In 

relation to this, it was found that parents in the metropolitan areas, who had lower 

functioning children, were more able to attend special education units or schools where 

specialized care and curriculum were offered.  Parents of higher functioning children in 

the metropolitan area were also more able to attend a chosen mainstream school affording 

parents more choices and input regarding their child’s needs. This contrasted with the 

experiences of those families who had an adolescent with an ASD in regional areas who 

did not have the same range of choices available (Takahashi, 2005). 

 

In another recent study investigating the needs of 92 WA families who currently have 

school-aged children with a suspected or confirmed ASD, MacDermott (2008) found the 

following regarding the relationship many parents currently have with the WA education 

system: 

  
               Unfortunately, this relationship is frequently characterized by 

frustration, confusion and conflict, and is described by some families 
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as encountering a “systemic brick wall”. Parents routinely feel 
alienated and excluded from the very environment in which their 
child spends a majority of each weekday.  In addition, they feel that 
their specific and unique knowledge of their child’s strengths, needs 
and challenges are dismissed as unimportant and irrelevant within 
the school setting.  Too often this results in compromised learning 
for the child; unnecessary conflict and wasted opportunities for 
collaboration between the parents and school staff, at the expense of 
both parties; and increased stress for both the child and their whole 
family, further adding to the daily challenge of living with ASD (p. 
84).  

 
Further to this, MacDermott (2008) concluded that: 

               In order to ensure that all appropriate school based supports are 
available to the student, parents and staff need to be able to work 
effectively together.  Parents need easy access to information about 
the full range of school support options available within their specific 
educational setting and the eligibility and access requirements for 
each of those options.  It is unacceptable that families often find out 
information coincidentally through conversation with service 
providers or other families.  School based staff need to be as, if not 
more, knowledgeable than parents about these varied options and 
how they work, as well as proactive in making appropriate service 
based recommendations. School staff also need to willingly engage 
with families, and view them as knowledgeable partners in the 
process, so that they can work together to achieve an optimal 
educational experience for the student.  Parents did not indicate that 
they expected school based or other educational staff to be able to 
overcome all the challenges faced by their children, rather they were 
looking for educators to engage with them in a “spirit of generosity” 
which would then enable all stakeholders to work together 
effectively and with mutual regard and appreciation (p. 85). 

 
The limited amount of research investigating ASD educational provision in a West 

Australian context indicates that the use of evidence-based ‘inclusive’ practice by 

educational practitioners is unreliable and variable across the different educational 

settings which exist when educating students with an ASD (Crosby, 1998; MacDermott, 

2008; Takahashi, 2005). Takahashi (2005) calls for future research to investigate 

different cohorts of WA children with an ASD on a long-term basis and “to assess for 

functioning at different stages of development with comparisons of the effectiveness and 

utility of different intervention services available” (p. 46).   

Conclusion 

It is clear from the current research that while there is some feedback (Crosby, 1998; 

MacDermott, 2008; Takahashi, 2005) from parents regarding how they deal with the 

education of their child with an ASD in WA, we know little about WA parents’ long term 
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experiences with early intervention, formal schooling and post-secondary options. The 

international, Australian and West Australian research on how parents deal with the 

difficult process of educating their child with an ASD is generally cross-sectional in 

nature and does not investigate the process longitudinally.  As can be seen from the social 

impact longitudinal research undertaken (Ewart, 2002; Gray, 2002b, 2006) such studies 

more fully investigate the phenomenon by revealing the possible changing nature of the 

process over time.  Hence, the investigation undertaken in this study seeks to address this 

gap in the research by investigating the phenomenon of how WA parents deal with the 

education of their child with an ASD longitudinally. The following chapter presents a 

detailed description of the methodology chosen to undertake such a study. 

.  
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Chapter Four: Methodology 

 

Given the complexity and idiosyncratic nature of the profile of students with an Autism 

Spectrum Disorder (ASD) there has been a call to provide alternative research 

methodologies to answer different questions with regard to educating a child with an 

ASD (Horner et al., 2005; Shavelson & Towne, 2002; Simpson, 2005). The preferred 

source of such information is at the local level where parents and professionals who 

possess the most knowledge and information can be found (Simpson, 2005). Longitudinal 

ethnographic research tracing parents’ responses to the situation of educating their child 

with an ASD over a substantial period is relatively rare as compared to the many cross-

sectional studies that have been undertaken. Hence, the research undertaken in this thesis 

comprises a series of six in-depth case studies (Stake, 1995, 2000, 2006), conceptualised 

within the interpretivist research paradigm (O'Donoghue, 2007), to achieve the aim of 

developing theory regarding how WA parents deal with the education of their child with 

an ASD over time. The study uses autoethnographic methods (Bochner & Ellis, 1999, 

2002; Ellis, 1995, 2004, 2009; Ellis & Bochner, 1996a, 2000) in an innovative manner 

within the constructivist grounded theory study (Charmaz, 1990, 1991, 2000, 2006) 

undertaken to achieve this aim. 

 

This chapter explains the methods used in relation to the present study. For ease of 

understanding, the chapter is broken into nine main headings. Explanation of how the 

study is conceptualized and conducted occurs in the first four sections of Symbolic 

Interactionism, Constructivist Grounded Theory, Autoethnographic Writing and Case 

Studies. Following on from this, there is a discussion regarding the study’s Data 

Collection and Data Analysis procedures. Finally, there is an explanation of the 

Recording and Storage of Data, Trustworthiness and the Ethical Considerations 

associated with the study. 

Symbolic Interactionism 

This study was conceptualised within the social theory of symbolic interactionism 

(Blumer, 1969; Woods, 1992). Chicago sociologist Herbert Blumer first coined the term 

‘symbolic interactionism’ in 1937, and this approach required the study of people in their 

natural environment, not through abstracted forms or artificial experiments (Woods, 

1992). Symbolic interactionism describes both a social theory and an approach to the 
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study of human behaviour (Blumer, 1969). According to Patrick Williams (2008), the 

term ‘symbolic interaction’ is comprised of two concepts: ‘symbol’ and ‘interaction’ 

where ‘symbol’ refers “to any social object (e.g., a physical object, a gesture, or a word) 

that stands in place of or represents something else” and ‘interaction’ “highlights the 

significance of interpersonal communication in transmitting the meaning of symbols” (p. 

1). Through such interaction culture arises where ‘culture’ is understood to be the “ideas, 

objects and practices that constitute everyday life” (Patrick Williams, 2008, p. 1).  Hence, 

human beings have, as interpretive beings, the ability to negotiate, modify, or reject the 

meanings they encounter and may therefore, shape the culture in which they find 

themselves (Patrick Williams, 2008).   

 

The Chicago School of Sociology was established in 1892 in response to the University 

of Chicago’s need for original thinking and research to help cope with the city’s 

escalating social problems during the mid to late 1800s (Ritzer, 1994). Both world 

famous thinker, John Dewey, and his colleague, George Herbert Mead, came to Chicago 

in 1894 to take up teaching positions at the University of Chicago. Mead was highly 

instrumental in the development of sociology at the university and was particularly 

influential with his students who eventually published his lecture notes posthumously in a 

book titled, Mind, Self and Society (Mead, 1934).  The book outlined Mead’s central 

ideas of “the emergence of mind and self in the process of social interaction” 

(O'Donoghue, 2007, p. 23). During the 1920s and early 1930s the Chicago School 

produced a number of significant interpretive studies focusing on urban life mostly using 

participant observation as a data gathering method. The School went into decline in the 

1930s but two major scholars, Herbert Blumer and Everett Hughes continued their 

interpretive work and were instrumental in a resurgence of interest in the theoretical 

approach in the late 1940s and early 1950s (O'Donoghue, 2007). In the 1970s educational 

qualitative research in the UK and USA was significantly influenced by the symbolic 

interactionist theoretical approach, with such data gathering methods as in-depth 

interviewing, participant, and non-participant observation and the study of primary–

source documents gaining favour (O'Donoghue, 2007). Atkinson and Housley (2003) 

currently indicate that as sociologists “we are all interactionists now … in the sense that 

many of the key ideas of interactionism have become part of the contemporary 

mainstream of sociological thought” (p. xiv). 
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For the purposes of this study, symbolic interactionism is understood through Blumer’s 

three central principles:  

               (1) human beings act toward things on the basis of the meanings that 
the things have for them, (2) this attribution of meaning to objects 
through symbols is a continuous process, and (3) meaning attribution 
is a product of social interaction in human society (Woods, 1992, p. 
338).  

 

Blumer’s three central principles are an attempt to unravel the various aspects of the 

symbolic interactionist central notion of interdependency between the individual and 

society.  Such notions as self, significant others, time, place, culture and structure are key 

components of ‘situation’ and these exist only if the individual deems them important 

(Blumer, 1969).  As indicated by Woods (1992) “people act on the basis of meanings that 

objects have for them.  They do not respond to an objective reality or to how others 

perceive it but, rather, to how they interpret it” (p. 351).  Specifically, this study sought to 

generate theory regarding how participants ‘deal with’ the situation of educating their 

child with an ASD over time.  O’Donoghue (2007) advises the following in relation to 

such studies:   

               … as symbolic interactionists what we are really doing when we 
pose the question: ‘how do participants ‘manage’, ‘deal with’, or 
‘cope with’ situations?’ is asking what are the patterns that can be 
detected over a particular period of time from an investigation of: 

 
                i.  the perspectives which the participants have on a phenomenon at    

the outset; 
                ii. how the participants act in the light of their perspectives; 
                iii.the changes, if any, which take place in the participants’ 

perspectives as a result of their actions; 
 
               and so on, as the cycle repeats itself time and again. In other words, 

there is a major focus on trying to generate theory about process (p. 
33). 

 

This study therefore explored what symbolic meanings participants held and shared in 

terms of ‘dealing with’ their situation, how and why these meanings existed and if they 

changed over time and how such meanings translated into social action. This 

‘understanding’ was then used to “generate theory about process” (O'Donoghue, 2007, p. 

33). The term ‘deal with’ was specifically chosen in relation to this study because “it is 

the most neutral of the various terms used by interpretivists and has the least potential to 

create misunderstanding” (O'Donoghue, 2007, p. 35).  
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Blumer (1969) advises that naturalistic symbolic interactionist inquiry should consist of 

two phases, namely ‘exploration’ and ‘inspection’, and these phases should be conducted 

flexibly, iteratively and inductively. It is during the ‘exploration’ phase that Blumer 

(1969) suggests that interactionists should attempt to become ‘insiders’ of a particular 

social world by immersing themselves within it. Therefore, researchers should attempt to 

understand that world from the perspective of those who are active participants within it. 

The notion of perspectives is understood to mean “frameworks through which people 

make sense of the world” (Woods, 1983, p. 7). Immersion may involve interviewing, 

observing, participating, examining documents and relevant literature or researchers may 

wish to record their own experiences in that social world “autoethnographically” (Patrick 

Williams, 2008, p. 3). During Blumer’s (1969) second phase, namely ‘inspection’, 

analysis of the data sources occurs. During this phase Blumer (1969) advises that the 

interactionist researcher examine and analyse field notes, interview transcripts, 

documents and all other relevant data sources in order to establish ‘sensitizing concepts’.  

These sensitizing concepts should be “grounded in what the interactionist thinks is most 

significant or relevant about the data and which offer an analytic frame for understanding 

the social phenomena being studied” (Patrick Williams, 2008, p. 3).   

 

Constructivist Grounded Theory  

In relation to the decision to use both the social theory of symbolic interactionism and 

constructivist grounded theory method in this study, Bryant and Charmaz (2007) indicate 

that “the fit between symbolic interactionism and grounded theory is extremely strong” 

(p. 21). The grounded theory method “is currently the most widely used and popular 

qualitative research method across a wide range of disciplines and subject areas” (Bryant 

& Charmaz, 2007, p. 1). Since grounded theory’s inception different forms have emerged 

including those emphasizing its ‘constructivist’ elements (Charmaz, 1990, 1991, 1995, 

2000, 2006).  Constructivist grounded theory “assumes the relativism of multiple social 

realities, recognizes the mutual creation of knowledge by the viewer and the viewed, and 

aims toward interpretive understanding of subjects’ meanings” (Charmaz, 2000, p. 510).  

The constructivist grounded theory research method is consistent with the symbolic 

interactionist theoretical perspective of human conduct adopted in this study and offers a 

comprehensive systematic framework for inductively building theory (Charmaz, 2006; 

O'Donoghue, 2007). 
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Historically, grounded theory had its beginnings in the early research work of Barney 

Glaser and Anselm Strauss who conducted two landmark studies in the 1960s which 

investigated dying in hospitals (Glaser & Strauss, 1965a, 1968).  In response to keen 

interest by other researchers in the method used in these studies, Glaser and Strauss 

(1967) published The Discovery of Grounded Theory: Strategies for Qualitative 

Research. According to Strauss and Corbin (1994), this publication had three purposes: it 

provided a rationale for theory that was grounded; it suggested logic for and specifics of 

grounded theories; and, it legitimated careful qualitative research. Over the next 20 years 

publications by both Glaser and Strauss updated methodological developments in the 

field, helped analysts develop greater theoretical sensitivity and provided instruction on 

doing analysis when generating and testing theory.  

 

However, the publication of Basics of Qualitative Research, Grounded Theory 

Procedures and Techniques by Strauss and Corbin (1990), which attempted to provide 

prescriptive instruction on the analytic procedures of grounded theory, drew criticism 

from Glaser (1992).  In response to this publication, Glaser (1992) published Basics of 

Grounded Theory Analysis, Emergence vs Forcing where he “sets out to correct what he 

takes to be the misconceptions about grounded theory evident in the Strauss and Corbin 

book” (Punch, 2005, p. 157).  In relation to this, Bryant and Charmaz (2007) indicate that 

“Glaser and Strauss came from very different backgrounds, and their specific trajectories 

certainly exerted profound influences both on their early statements and examples of 

GTM (Grounded Theory Method), and their later divergence” (p. 6). Since then, other 

methodological statements have occurred in the field including those with ‘constructivist’ 

elements (Charmaz, 2006).  According to Punch (2005) such derivative statements seek 

to “bring grounded theory to a wider audience rather than to advance the approach” (p. 

157).  Sitting in contrast to this is Bryant and Charmaz’s (2007) contention that:  

               … since Charmaz’s chapter in the second edition of the Handbook of 
Qualitative Research (2000), further diversification of the method 
has occurred … At the simplest level, we have the Glaserian school 
of GTM (Grounded theory Method), the Strauss and Corbin school, 
and the Constructivist (p. 10).  

 

Early grounded theory studies were conducted initially by its founders, Glaser and 

Strauss (1967), with a positivist understanding that qualitative research was an objective 

social science where some neutral observer researched an external reality that was there 

to be ‘discovered’. By contrast, the constructivist grounded theory method (Bryant & 

Charmaz, 2007; Charmaz, 2000, 2006) openly acknowledges and values the researcher’s 
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thoughts, feelings and knowledge as data that should be considered equally with other 

data gathered.  Charmaz (2000) contends that theory construction is a co-construction and 

is reflective of both the researcher’s and participants’ perspectives and “recognizes that 

the viewer creates the data and ensuing analysis through interaction with the viewed” (p. 

523). Charmaz (2006) further asserts that “researchers are part of what they study, not 

separate from it” (p. 178). Hence, this study used ‘constructivist’ grounded theory 

methods to “form a revised, more open-ended practice of grounded theory that stresses its 

emergent, constructivist elements” (Charmaz, 2000, p. 510).   

 

Glaser and Strauss (1967) in their seminal work The Discovery of Grounded Theory: 

Strategies for Qualitative Research indicate that the researcher’s source of theory can 

occur “not only during his research (and from his research) but from his own personal 

experiences prior to or outside it” (p. 252).  They also state that as a researcher “one 

should deliberately cultivate such reflections on personal experiences” as they may be 

seen as “springboards to systematic theorizing” (Glaser & Strauss, 1967, p. 252). Strauss 

(1987) similarly wrote that: 

               These experiential data should not be ignored because of the usual 
canons governing research (which regard personal experience and 
data as likely to bias the research), for those canons lead to the 
squashing of valuable experiential data.  We say, rather, “Mine your 
experience, there is potential gold there!” (p. 11). 

 

In the same vein, Strauss and Corbin (1990) recognize four sources of ‘theoretical 

sensitivity’ that can be beneficially brought to a study by an informed researcher: 

literature, professional experience, personal experience and the analytic process itself. 

Additionally, Charmaz (2000) writes, “constructing constructivism means seeking 

meanings – both respondents’ meanings and researchers’ meanings” (p. 525). As a 

logical progression to such thoughts, an autoethnographic (Bochner & Ellis, 1999, 2002; 

Ellis, 1995, 2004, 2008, 2009; Ellis & Bochner, 2000, 1996a; Holman Jones, 2005) 

‘instrumental’ (Stake, 2000) case study was therefore undertaken in this study. This 

innovative use of the autoethnographic method allowed the researcher’s own journey to 

be investigated and imbedded in the constructivist grounded theory study in conjunction 

with the journeys of the five other families involved in the study.  A thorough review of 

the literature indicates that this is one of the first studies to use the autoethnographic 

method in such a way in a grounded theory study.   
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Autoethnographic Writing 

This study was produced as a ‘complete member text’ where the researcher attempted an 

in-depth exploration of the group in which the researcher is a full member and where the 

researcher herself became part of the phenomena being studied (Ellis, 2008, p. 2). To 

accomplish this task, an ‘instrumental’ autoethnographic case study was undertaken 

followed by a ‘collective’ case study (Stake, 1995, 2000). The initial, ‘instrumental’, 

autoethnographic case study sought to examine a single case in-depth in order “to provide 

insight into an issue” (Stake, 2000, p. 437). Following on from this a ‘collective’ case 

study was undertaken in the manner described by Stake (2000) as an “instrumental study 

extended to several cases” (p. 437). The forms of autoethnographic writing used in the 

initial ‘instrumental’ case study comprised an autoethnographic Master’s thesis and a 

lengthy autoethnographic self-interview. While autoethnographic writing cannot 

accomplish all representational goals, it does allow a unique, concentrated, self-reflexive 

insight into one perspective of the research area and as such, can be viewed as a valuable 

addition to the other perspectives gained through the constructivist grounded theory 

method used in the study. 

 

Ellis and Bochner (2000) describe ‘autoethnography’ as “an autobiographical genre of 

writing and research that displays multiple layers of consciousness, connecting the 

personal to the cultural” (p. 739). They illustrate the merits of the autoethnographic form 

when they state that it allows “readers to feel the moral dilemmas, think with our story 

instead of about it, join actively in the decision points that define an autoethnographic 

project, and consider how their own lives can be made a story worth telling” (Ellis & 

Bochner, 2000, p. 735). Autoethnographic projects have come to comprise many forms 

including: “systematic sociological introspection, biographical method, personal 

experience methods, feminist methods, narrative inquiry, co-constructed narrative, 

interactive interviewing and autoethnographic performance” (Ellis, 2008, p. 1).  

However, the field has not been without its critics especially regarding issues of 

representation (Coffey, 1999; Holt, 2003) and legitimation (Garrett & Hodkinson, 1999; 

Holt, 2003; Sparkes, 2000). 

 

According to Ellis (2008), the term ‘autoethnography’ was originally used to describe 

“cultural-level studies by anthropologists of their ‘own people’ in which the researchers 

are full insiders by virtue of being ‘native’, acquiring an intimate familiarity with the 
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group, or achieving full membership in the group being studied” (p. 1). The inclusion of 

autoethnographic methods in this study is embedded in the understanding that 

“discourses are about what can be said and thought, but also about who can speak, when, 

where and with what authority” (Ball, 1994, p. 21).  Slee (1996) calls for disability 

research to give much more consideration to the more ‘authentic voices’ of those in the 

field (Slee, 1996). This same call for use of different research methodologies has been 

made by other researchers in the disability field (Horner et al., 2005; Shavelson & 

Towne, 2002; Simpson, 2005) where the preferred source of such information is at the 

local level where those who possess the most knowledge and information can be found 

(Simpson, 2005). It is with such sentiments in mind that the choice of autoethnography 

was seen as a legitimate additional research method for this study. Autoethnographic 

research can simultaneously allow the researcher to become the researched. Unlike some 

other research methodologies, autoethnographic writing acknowledges the existence of 

‘self’ in the production of research.  It also legitimizes the use of ‘self’ as an appropriate 

source of rich data in research. 

 

Punch (2005) warns however, that taking on such a role to obtain an ‘insider perspective’ 

raises a number of important issues that need to be addressed: 

               They include the ethical issues associated with this method of data 
collection; the conceptual issues of the importance of the 
researcher’s prior picture and the role of exploration and inspection 
in participant observation (Blumer, 1969); and the more practical 
issues of gaining access to the situation, overt versus covert 
observation, ‘front management’ or the researcher’s presentation of 
self, and how to record what is being observed (Fielding, 1996b) (p. 
183). 

 
To address such issues, throughout the research process there has been an attempt to be 

continually self reflective and balance my own understandings of the research area 

against those of my participants. I did not wish to raise the importance of my own 

rendition of the research area above that of my participants. On this point, Charmaz 

(2006) advises the following: 

               Thus, constructivists attempt to become aware of their 
presuppositions and to grapple with how they affect the research.  
They realize that grounded theorists can ironically import 
preconceived ideas into their work when they remain unaware of 
their starting assumptions.  Thus, constructivism fosters researchers’ 
reflexivity about their own interpretations as well as those of their 
research participants (p. 131). 
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Therefore, a form of modified ‘bracketing’ (Ahern, 1999) occurred at the beginning of 

the study to ensure that I did not privilege my own story over the experiences of my 

participants and pre-empt analysis with foregone conclusions before a proper ‘grounded’ 

theory study of all perspectives could be conducted.  This modified ‘bracketing’ (Ahern, 

1999) consisted of a lengthy autoethnographic self-interview to ensure that I understood 

my own starting assumptions regarding the research area before formal engagement 

occurred with the other participants of the study. This ‘bracketing’ was imported for use 

from phenomenological research where an ‘epoche process’ is often employed and the 

researcher is encouraged to write down all of his or her suppositions or prejudgments 

regarding the research before interviewing of participants occurs and throughout the 

research process (Ewart, 2002; Moustakas, 1994).   

 

Regarding the use of autoethnographic elements in the study, it was also seen as 

important to afford all participants the same rights to anonymity – and this included the 

anonymity of my own family members. Hence, the data gathered from my own story was 

imbedded in the study in the same anonymous way (with pseudonyms) as the data 

gathered from my other participants. This was driven by the notion of ‘relational ethics’ 

(Ellis, 2007; Etherington, 2007; Guillemin & Gillam, 2004) which “recognizes and 

values mutual respect, dignity, and connectedness between research and researched, and 

between researchers and the communities in which they live and work” (Ellis, 2009, p. 

308).  Ellis (2009) poses such difficult ethical questions as - how do we “honor and 

respect our relationships with intimate others while being faithful to what we perceive to 

be the truth of our story?” (p. 307). Also, referring to the work of Gulemin and Gillam 

(2004), Ellis (2009) also poses other questions – “What are our ethical responsibilities 

toward intimate others who are implicated in the stories we write about ourselves:  How 

can we act in a humane, non-exploitative way while being mindful of our role as 

researchers?” (p. 308). And further to this, and especially pertinent to the study 

undertaken here, Ellis (2009) asks: “What if those we write about give us their consent 

but don’t fully comprehend what it means to be written about?” (p. 312). Such questions 

were paramount in my role as both family member and researcher in relation to gaining 

‘informed consent’ from my son who has an ASD and the rest of the family regarding use 

of our family’s history in relation to this study. The use of anonymous, imbedded, 

autoethnographic elements within the study provided an elegant solution to such ethical 

dilemmas inherent in the study.  This innovative solution could potentially be added to 

the various ways other autoethnographic researchers have attempted to address such 
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‘relational ethics’ dilemmas, especially those dealing with vulnerable populations (Ellis, 

2009).  

Case Studies 

Case study research was the predominant approach adopted at the beginning of modern 

social science (Blatter, 2008) and has become “one of the most common ways to do 

qualitative inquiry” (Stake, 2000, p. 435).  A case study has been described as “a research 

approach in which one or a few instances of a phenomenon are studied in depth” (Blatter, 

2008, p. 10). It has also been seen as “both a process of inquiry about the case and the 

product of that inquiry” (Stake, 2000, p. 436). As indicated, this study was inclusive of an 

initial autoethnographic ‘instrumental’ case study, followed by a ‘collective’ case study. 

This allowed investigation into six families’ individual and collective journeys regarding 

how parents deal with the education of their child with an ASD over time. A detailed 

discussion of both the ‘instrumental’ and ‘collective’ case study follows.  

The ‘Instrumental’ Autoethnographic Case Study. 

An innovative, initial ‘instrumental’ autoethnographic case study was initially undertaken 

in this study. This ‘instrumental’ case study sought to examine a single case in-depth in 

order “to provide insight into an issue” (Stake, 2000, p. 437). This decision was 

underpinned by Stake’s (2000) recommendation to examine the case from which we feel 

we can learn the most and spend the most time with in the study. The initial case study 

therefore, involved an examination of two key authethnographic sources spanning a 21 

year period of involvement in the area of research undertaken in this study.  The inclusion 

of such autoethnographic material is unusual and innovative in a grounded theory study, 

however, the rich data available to be captured in this initial ‘instrumental’ case study 

justified its inclusion in the analytic material used for this study.   

 

The sources for examination included a lengthy, unpublished, autoethnographic Master’s 

thesis. The thesis sought to reveal, from a parental, teacher and researcher perspective, 

the difficulties associated with accessing an appropriate education for my son with an 

ASD over a 13 year period beginning in 1988 until 2001. It provided insight into the 

lived experience of parenting of the disabled and their advocates. The thesis was 

grounded in an extensive store of original documents, government reports, organizational 

documents, diary entries and private family records detailing assessments, diagnoses and 

interventions conducted over the history of the life of my son with an ASD at that time. 
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A second autoethnographic source used for analytic purposes was a lengthy self-

interview conducted at the beginning of the study prior to interviewing the other parents 

in the study. This self-interview also captured the more recent aspects of the experience 

of dealing with the education of my son with an ASD over time. The self-interview was 

conducted using a comprehensive series of ‘aide memoire’ (Burgess, 1984) or semi-

structured interview guide questions (See Appendix B). These questions were based on 

Punch’s (2000) ‘Hierarchy of Concepts’ which designates that research questions be 

organized in levels of abstraction from the general to the specific to form an inductive-

deductive hierarchy. Hence, there was a movement from the first, more general set of 

research questions (see Appendix A) to the second, more specific set of research 

questions (see Appendix B).  The second set of ‘aide memoire’ questions was designed to 

help the memory process of participants both prior to and during interview (Punch, 

2000).   

 

Also informing the construct of both general and more specific ‘aide memoire’ questions 

were recommendations by Lofland (2002) that there be ‘questions of type, structure, 

process and agency’ (p. 145) when conducting analytically ethnographically inclined 

research. The questions were further expanded to include a contextual understanding of 

the participants’ lives given the potential impact of ‘context’ on participant action.  This 

fits with Strauss and Corbin’s (1990) notion of the ‘conditional matrix’ that operates in 

the life of a participant at any given time. According to Strauss and Corbin (1990), a 

conditional matrix “denotes a complex web of interrelated conditions, action/interaction, 

and consequences that pertains to a given phenomenon” (p. 161).This need for contextual 

understanding is also apparent in the social theory of symbolic interaction that underpins 

both the research and guiding questions of this study.  Human conduct is always 

‘situated’ and can often only be understood in the context in which it is found.  Such 

notions as self, significant others, time, place, culture and structure are key components 

of ‘situation’ and these exist for the individual only if the individual deems them 

important (Blumer, 1969).   

The ‘Collective’ Case Study. 

Following on from the initial autoethnographic ‘instrumental’ case study, a ‘collective’ 

case study was undertaken in the manner described by Stake (2000) as an “instrumental 

study extended to several cases” where “a researcher may jointly study a number of cases 
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in order to investigate a phenomenon, population or general condition” (p. 437). 

Selection of cases was in line with traditional grounded theory’s use of the ‘constant 

comparative method’ that seeks to compare different people’s views, situations, actions, 

accounts and experiences (Charmaz, 2000). With this in mind, ‘purposive sampling’ was 

undertaken to determine selection of cases for inclusion in the study. ‘Purposive 

sampling’ is defined by Punch (2005) as “sampling in a deliberate way, with some 

purpose or focus in mind” (p. 187). Selection of cases was determined by the need to 

capture a broad range of experiences and perspectives of the phenomena of how parents 

deal with the education of their child with an ASD in a WA context over time. Cases 

were included that displayed ‘intensity’, that is, “information-rich cases that manifest the 

phenomenon intensely, but not extremely” (Punch, 2000, p. 56).   

 

Purposive sampling of seven parents in six families eventually occurred in the study. 

Fathers were sought initially to be involved in the study but the need for such sampling 

diminished as ‘theoretical sampling’ revealed that the mothers in all cases were the main 

drivers of the education process for their child with an ASD. ‘Theoretical sampling’ is 

defined by Glaser (1992) as “the process of data collection for generating theory, 

whereby the analyst jointly collects, codes and analyses his data and decides what data to 

collect next and where to find them, in order to develop his theory as it emerges” (p. 

101). The children in the families all had various ASD diagnoses and were registered 

with the Disability Services Commission. My own involvement in the ASD community 

over the past twenty-one years allowed numerous opportune contacts to be made and 

many parents showed interest in participating in the study. Participants were purposively 

selected to potentially reflect the diversity of parents involved in the process of educating 

their children with an ASD in WA at the time of the study.  It was not possible to sample 

according to joint distribution of these characteristics. Participants were selected to reflect 

differences in:  

  -  Age of children with an ASD (ranging from age 4 to 21 years)  
 - Intellectual ability of children with an ASD (ranging from 

intellectually disabled to above average intelligence) 
 -  Number of children with an ASD in the one family (1or 2 children)  
  -  ASD diagnoses (Pervasive Developmental Disorder Not Otherwise 

Specified (PDDNOS), Autistic Disorder and Asperger’s Disorder)  
    - Ethnic background of families (Italian, Greek, Indian, Anglo-Saxon 

and Irish backgrounds)  
     -  Type of education system (public and private / segregated and non-

segregated / home schooling)  
     -  Stages of schooling (from early intervention to tertiary studies)  
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     - Geographic location of families (northern and southern regions of 
Perth)  

   -  Parental educational background (from secondary to post-graduate 
education)  

     -  Socio-economic status (from lower to upper middle class)  
    -  Family composition (from one to four children) 
     -  Marital status (single and dual parent families).  
 

To ensure anonymity of participants the specific characteristics of individual families 

were removed from the study and pseudonyms were given to participants and their family 

members. Different participants from the six families were nominated in the theory 

chapters with a number from one to seven to preserve anonymity. For ease of access, 

only families who were residing in the Perth metropolitan area and were educating a child 

with an ASD were included in the study. All children with an ASD involved in this study 

were male and this reflects the 4.3:1 ratio of male to female ASD diagnosis rate 

(Fombonne, 2003).   

  

 Data Collection 

Semi-structured Interviewing. 

The main form of data collection in this study was in-depth, semi-structured interviews of 

participants who were presently dealing with the education of their child with an ASD 

over time.  Successive interviewing of participants took place over a five-year period 

from 2005 to 2009. Interviews were conducted in line with grounded theory’s 

recommendation of ‘theoretical sampling’ (Glaser, 1992). Charmaz (2001) notes that “in-

depth qualitative interviewing fits grounded theory methods particularly well” (p. 676). 

Charmaz (2001) further indicates that:  

               The interview can elicit views of this person’s subjective world.  The 
interviewer sketches the outline of these views by delineating the 
topics and drafting the questions. Interviewing is a flexible, emergent 
technique; ideas and issues emerge during the interview, and the 
interviewer can then immediately pursue these leads (p. 676). 

 

During the interviews, participants were able to freely discuss and reflect on their 

individual situations. Interviews were conducted to be “active interactions between two 

(or more) people leading to negotiated, contextually based results” (Fontana & Frey, 

2000, p. 646). Interviews flowed according to the thought processes of the participants 

and were not always dictated by the semi-structured or ‘aide memoire’ interview guide 
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(See Appendix B).  This allowed other areas - not thought of by the researcher but 

pertinent to the study - to be raised. This fits with Fontana and Frey’s (2000) 

recommendation that during an ethnographic interview the researcher should attempt to 

“understand the complex behavior of members of society without imposing any a priori 

categorization that may limit the field of inquiry “(p. 653).  Further to this, Charmaz 

(2006) indicates that during in-depth interviews a constructivist researcher should elicit 

“the participant’s definitions of terms, situations, and events and try to tap his or her 

assumptions, implicit meanings, and tacit rules” (p. 32). 

 

Up to ten semi-structured interview sessions occurred over a five year period with each of 

the families involved in the study. Interviews took place at times and in settings where 

participants felt most comfortable to speak about important life issues (Taylor & Bogdan, 

1998). Gerson and Horowitz (2002) instruct qualitative researchers to develop a 

relationship based on trust, rapport and mutual commitment in order to create an 

environment “in which insight and disclosure can proceed” (p. 10). All parents 

approached seemed enthusiastic about being involved in the study and telling their stories 

to a fellow parent, participant and researcher who could be seen as potentially ‘one of 

them’ rather than as a distanced researcher or ‘other’ (Reinharz, 1992). Given the 

difficulty of the participants’ lives, many interview sessions had to be rescheduled to 

accommodate the uncertain events that regularly interrupted participants’ plans. I was 

cognizant because of my own life experiences of the great amount of stress that many of 

the participants regularly experienced in the everyday running of their lives (Sanders & 

Morgan, 1997; Sivberg, 2002). Interviews were therefore, conducted according to the 

comfort level of participants and any time the situation became too emotional for the 

participant I gave them the option of finishing or rescheduling the interview for another 

time if they wished. I also suggested external sources where suitable help for their 

situation could be gained. Most often though, participants felt very passionate about 

telling their stories and freely divulged sensitive details regarding their individual 

journeys in relation to the research area under investigation. One of the participants 

admitted she had deliberately compartmentalized the more painful aspects of her past and 

had only begun to retrieve such memories because of her involvement with the study. 

 

I was given permission by all participants to tape-record interview sessions and 

participants were given an ‘aide memoire’ or semi-structured interview guide (see 

Appendix B) prior to each interview so that they could be reflective about their 



 100 

responses. The first round of interviews was used to gain a formative understanding of 

each parent’s perspective with the initial ‘aide memoire’ questions being used as a basis.  

Subsequent interviews were driven by the needs of the emerging theory whereby data 

was collected and analysed according to directions in that analysis (Charmaz, 2006; 

Glaser & Strauss, 1967; Strauss & Corbin, 1998). Participants were asked to discuss and 

verify individually the accuracy of the researcher’s representation of their views and the 

theory emerging from such views through a process of ‘member checking’. According to 

Charmaz (2006) ‘member checking’ is understood to be the process where the researcher 

takes “ideas back to the research participants for their confirmation” (p. 111). Lincoln 

and Guba (1985) indicate that this process is “the most crucial technique for establishing 

the credibility of qualitative studies” (p. 314). 

 

Hence, various questions used in the original ‘aide memoire’ were modified or deleted as 

the cyclical process of data collection and analysis occurred.  Further questions were also 

devised (see Appendix C) to allow ‘member checking’ to occur and to gather potentially 

more data to elaborate categories formed as directed by the constructivist grounded 

theory method (Charmaz, 2006). ‘Member checking’ also occurred with use of 

innovative, successive tabular representations of the unfolding theory (See Appendix D). 

These tables gave participants a shorthand understanding of the nature of the evolving 

theoretical construct given their combined contributions. The tables had successive 

iterations and were upgraded many times according to the feedback and data gathered 

from the participants during ‘member checking’ sessions. Feedback from parents 

regarding such representations allowed a fine tuning of many aspects of the theory to 

occur. As directed by grounded theory guidelines, ‘theoretical sampling’ continued until 

‘theoretical saturation’ was reached and new data revealed no additional insights 

(Charmaz, 2006; Glaser & Strauss, 1967).   

 

Informal contact with participants occurred many times throughout the study.  

Participants were encouraged to contact the researcher regarding any additional insights 

they may have had regarding the research area or difficulties they may have had with the 

research process. Depending upon its significance, such information was recorded in 

memo form and only used with the participant’s consent. Such information did increase 

the researcher’s ‘theoretical sensitivity’ regarding participants’ perspectives and helped to 

sharpen the emerging theory regarding the nature of the process undertaken by parents 

when dealing with the education of their child with an ASD over time. ‘Theoretical 
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sensitivity’ is understood to be the researcher being “sensitive to thinking about data in 

theoretical terms” (Strauss, 1987, p. 21).  Strauss and Corbin (1990) indicate that “it is 

theoretical sensitivity that allows one to develop a theory that is grounded, conceptually 

dense, and well integrated – and to do this more quickly than if this sensitivity were 

lacking” (p. 42). 

 

In return for participants’ involvement with the study, I also undertook a process of 

‘reciprocity’. This ‘reciprocity’ was underpinned by the understanding that the disabled 

and their advocates have increasingly viewed research of their situation in negative terms. 

Oliver (1992) writes:  

               As disabled people have increasingly analysed their segregation, 
inequality and poverty in terms of discrimination and oppression, 
research has been seen as part of the problem rather than as part of 
the solution. Disabled people have come to see research as a 
violation of their experience, as irrelevant to their needs and as 
failing to improve their material circumstances and quality of life (p. 
105). 

 

With this in mind, I ensured that I passed on any current, useful information (promising 

schooling options, pertinent research, government reports, conferences, workshops, 

visiting speakers etc.) to participants that I felt could help them when they were educating 

their child with an ASD throughout the course of the study. At times, I also attended 

scheduled events and visited schools with some of the participants.  

Participant Observation. 

As previously discussed, this study was conceptualised within the major social theory of 

symbolic interactionism (Blumer, 1969; Woods, 1992). In relation to these principles, I 

made efforts throughout the study to ‘observe’ the actions or behaviour of the participants 

in different educational settings. Observation of participants can be a valuable data 

collection tool in educational research as it enables the researcher to learn about 

participants’ actions and the meanings they attach to them by observing them as they 

occur (Marshall & Rossman, 1989). Therefore, I undertook observation of my 

participants to confirm interview data and investigate any disparities between the actions 

undertaken by the participants and the meanings they attributed to that situation in 

previously undertaken semi-structured interviews.  O’Donoghue (2007) advises that 

grounded theory researchers should try to note which actions seem to be inconsistent with 

participants’ stated perspectives and to investigate the reasons for these inconsistencies 
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by “engaging them in further ‘conversations’ to unearth nuances to perspectives which 

have been misunderstood” (p. 91). 

 

The study used a combination of both autoethnographic and grounded theory methods 

and this precluded the use of any non-participant observation methods. Punch (2005) 

indicates that participant observation differs from non-participant observation “in that the 

role of the researcher changes from detached observer of the situation, to both participant 

in and observer of the situation” (p. 182).  Hence, I undertook participant observation 

methods throughout the study to enhance my understanding of the research area. These 

methods included the researcher as both ‘participant as observer’ and ‘complete 

participant’ (Punch, 2005). Both roles proved useful with regard to more fully 

investigating, understanding and confirming participants’ perspectives.  My ability to 

undertake the role of ‘participant as observer’ occurred at various times throughout the 

study.  To illustrate, I was often in a position to observe participants’ actions in relation to 

the education of their child with an ASD in their natural settings.   

 

In one particular instance, I was able to observe during a weekend visit to one of the 

participant’s homes, the use of the Kumon Maths and Literacy Program (Kumon 

Australia & New Zealand, 2007) with one of the children with an ASD. This educational 

program was used by the parents as a supplementary educational method for their child 

with an ASD.  I was able to note the level of structure and supervision needed in the 

household to implement such a program and the constraints that it placed upon the other 

members of the family. It also highlighted the inordinate amount of attention needed to 

maximize the educational potential of the child with an ASD and, as a corollary; the 

reduction of attention afforded other members of the family. These observations 

confirmed developing directions in the research. During these times, I was cognizant that 

“it is not only the behaviour, or situation, itself which is of interest in ethnography.  It is 

also, and centrally the meaning of that behaviour or situation as seen by the people we are 

studying which is the focus” (Punch, 2005, p. 182). Therefore, such observed behaviours 

were used as a basis for further investigation during subsequent interviews with 

participants. In this instance, this led to a refinement of the fourth stage of the theory, 

Framing Futures, in relation to the sub-stage, redressing the imbalance. During the 

course of the study many opportunities for the researcher to become ‘participant as 

observer’ presented themselves, theoretical memos were written soon after the 

observation period when such opportunities revealed insight into the research area. This 
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fits with Glaser’s (1978) recommendation that the researcher should record all promising 

ideas as they happen as memos. As noted, often these observations led to further 

‘member checking’ to confirm promising theoretical directions in the research.   

 

Informal Interviews.  

Informal interviews were conducted with principals, special education teachers and 

special education consultants throughout the study to provide additional insight regarding 

important issues raised by the participants. Informal interviews are understood to involve 

‘conversations with a purpose’ (Chenitz & Swanson, 1986, p. 79). When participants 

indicated that exemplary ASD educational provision was occurring for their child I 

organized an interview with the nominated professional to further investigate such areas. 

These interviews were used to understand and triangulate participants’ perspectives of the 

research area. For example, one of the participants indicated that her son with an ASD 

attended a mainstream high school situation where she felt exemplary ‘inclusive’ practice 

was in operation. Given the difficulties of high school education for many students with 

an ASD (Jenkins, 2005; Shaddock, 2003, 2005; Shaddock et al., 2007), I decided that the 

area deserved more investigation with regard to its processes and practices. Hence, I 

undertook an informal interview with the teacher-in-charge of the special education unit 

to gain more valuable background information on this context and its processes and 

triangulate my participant’s perspective of this research area. This information was 

subsequently incorporated into the finding fit sub-category to illustrate exemplary 

‘inclusive’ practice in relation to educating students with an ASD. 

Documentary Data. 

Official and public documents, including organizational documents and policies, 

newspaper articles and government reports were sourced continually throughout the study 

to give a broader understanding of the educational context of participants’ lives.  For 

example, I sourced such reports as the DET Pathways to the Future: A report of the 

Review of Educational Services for Students with Disabilities in Government Schools to 

understand the present education policy being undertaken by the WA government 

education system in relation to students with disabilities. I also accessed private family 

records and reports detailing assessments, diagnoses and interventions conducted over the 

history of the life of the child with an ASD. This enabled me to have a strong 

understanding of the child involved in the study and provided triangulation in relation to 
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the parent’s perspective of that child. Denzin (1989) indicates that together with other 

data sources, documents can be an important source of triangulation for the researcher 

where there is an intersecting set of different methods and data types used in a single 

project.  Different sources of documentary data helped to build a comprehensive picture 

of the ‘conditional matrix’ (Strauss & Corbin, 1990) operating in participants’ lives and  

provided an indication of the macro, meso and micro conditions, their interactions and 

their consequences.   

Data Analysis 

Open Coding. 

The initial form of analysis undertaken in this study was open coding. Coding is seen as 

“the pivotal link between collecting data and developing an emergent theory to explain 

the data” (Charmaz, 1995, p. 37). Charmaz (2006) indicates that there are two main 

phases in coding: 

               1) an initial phase involving naming each word, line, or segment of 
data followed by 

                2) a focused, selective phase that uses the most significant or 
frequent initial codes to sort, synthesize, integrate, and organize large 
amounts of data (p. 46).  

 

As recommended by Charmaz (2006) I initially conducted line-by-line open coding to 

start the chain of theory development whereby actions or events were interpreted into 

open codes. These initial open codes served to break open the data into categories, helped 

to expose processes and kept the analysis grounded in the data (Charmaz, 2006).  

 

I further adhered to suggestions by Charmaz (2006) to “code the data as actions” to curb 

the researcher’s tendency “to make conceptual leaps and to adopt extant theories before 

we have done the necessary analytic work” (p. 48). Charmaz (2006) writes that line-by-

line coding reduces the likelihood that the researcher will “merely superimpose their 

preconceived notions on the data” (p. 51). By adopting such careful line-by-line coding I 

attempted to safeguard against unduly privileging my own rendition of the research area 

over that of my participants, while understanding that all research is essentially a co-

construction (Charmaz, 1990, 1991, 1995c, 2000, 2001, 2006). During careful line-by-

line coding of both autoethnographic (see Appendix E) and other participant’s data 

sources, I gained insight into what kinds of data to collect next according to the 

theoretical directions emerging in the analysis.  Hence, the iterative process of both data 
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collection and analysis drove my theoretical sampling decision-making and helped the 

data collection process to become much more focused over time. 

Focused Coding. 

I then undertook the next, more focused, selective phase of coding where sorting, 

synthesizing, integrating and organizing large amounts of data occurred (Charmaz, 2006). 

This coding was undertaken to sort data to a higher level of abstraction and to “check on 

the fit between emerging theoretical framework and the empirical reality it explains” 

(Charmaz, 2000, p. 516). Charmaz (2006) explains that “focused coding requires 

decisions about which initial codes make the most analytic sense to categorize your data 

incisively and completely” (pp. 57-58).  In the following example, I illustrate how 

focused coding was used to form draft categories in two participants’ (P1 and P2) related 

data:   

 
 
 
Fearing stigmatisation - negative 
label 
 
 
 
Enduring diagnosis – recalling 
painful events 
 
 
Assessing value of diagnosis - 
hopeful of targeted help 
 
 
Assessing accuracy of diagnosis 
– suspect assessment conditions 
Enduring diagnosis    
Fearing Stigmatisation (a 
double-edged sword?) 
Assessing value of diagnosis -  
hopeful of targeted help (later 
time/younger child with an 
ASD/less experienced) 
 
Assessing value of diagnosis – 
hopeful of targeted help 
 
Fearing stigmatisation – 
negative lifelong label 
 
 

P1: Well having this label on your child in my opinion can 
have its downfalls as well.  If you have a child and you say 
that the child has Autism or the child next to him, who may 
have Autism, but you have said they have a speech 
impairment. It just makes a huge difference, there is a stigma 
attached to that label.  I did take that into consideration as 
well.  I hated the word Autism for a long time and I still do.  
I hate using it. And I think it is because of what I went 
through with the diagnosis.  It was a horrible, horrible thing 
to have to go through.  And even now if I know people who 
are going through that diagnosis I can see a lot of myself in 
them.  You get defensive and at the end of the day you think, 
‘Try and focus on the help’.  Just try to focus on how much 
you can do for him.  And not waste too much time on if he 
had eye contact with you in that room or if he did his puzzle 
correctly in that hour you were in that room.  Most of the 
time they don’t. You were in this little room for two hours 
with a stranger and they expect this child to do A, B, C, D.  
And if they don’t they go into the Autism box.  I don’t know 
if there is another way that they can assess these kids.  But I 
think of myself and how much you go through and how 
much it hurts and how much you are focused on this label.  
Where I believe you need to redirect your focus onto help as 
fast as you can. 
 
P2: The paediatrician also suggested that we may like to 
have (son with an ASD) formally diagnosed with Autism, the 
idea being that if services and funds were offered for 
children with Autism we could access them.   I instinctively 
rejected this idea even though an easier life in the short term 
may have resulted from it.  At the time I felt very strongly 
that if we did insist on a formal diagnosis the label would be 
with our son for the rest of his life. It would never leave him 



 106 

 
 
 
Assessing value of diagnosis – 
hopeful of targeted help (less 
experienced) 
 
 
Assessing value of diagnosis (a 
double-edged sword?) –  
 
 
Registering limited appropriate 
help (earlier time/older child 
with ASD/ more experienced) 
 
 
 

and may give others the right to reject him out of hand. We 
had already seen how the medical profession viewed the 
prognosis of children with Autism.  I could not in all 
conscience purposefully seek a label that may limit (son with 
an ASD) life’s chances from the age of four.  This was one 
of the worst arguments that I had ever had with my partner.  
He thought that perhaps with a diagnosis may come more 
appropriate help.  By now, I had begun to realize only too 
well what the Special Education stream offered. (Son with 
an ASD) was already attending a Special Education early 
intervention class with less than satisfactory results.  The 
Special Education system offered limited help and having a 
label would not magically make that intervention more 
competent or effective.  The mindset of Special Education as 
I had experienced it was more about baby sitting than about 
realizing an effective way of addressing (son with an ASD) 
learning difficulties and maximizing his progress.  We 
agreed to disagree on this point and as fate would have it our 
life took a very unexpected, but welcome, turn. 

 

This example of focused coding illustrates how the researcher moved across interviews 

and observations and compared people’s experiences, actions, and interpretations 

(Charmaz, 2006, p. 59).  The codes chosen were used to “condense data and provide a 

handle on them” (Charmaz, 2006, p. 59).  The codes were then refined against the data 

and preliminary categories and sub-categories were formed. Theoretical sampling was 

undertaken throughout focused coding to: delineate properties of a category; check 

hunches about categories; saturate properties of a category; distinguish between 

categories; clarify relationships between emerging categories and to identify variation in 

a process (Charmaz, 2006). This occurred until such time as ‘theoretical saturation’ was 

reached, where ‘theoretical saturation’ is understood to mean “the point at which 

gathering more data about a theoretical category reveals no new properties nor yields any 

further theoretical insights about the emerging grounded theory” (Charmaz, 2006, p. 

189).   

 

A final stage of selective coding (Strauss & Corbin, 1990) then occurred where a ‘core 

category’ was selected to illustrate the overall basic social process parents undertake 

when trying to deal with the education of their child with an ASD over time. ‘Core 

category’ is defined by Strauss and Corbin (1990) as “the central phenomenon around 

which all the other categories are integrated” (p. 116). While a constructivist grounded 

theory approach does not necessarily adhere to “finding a single process or core 

category” (Charmaz, 2006, p. 132), Charmaz does encourage constructivist researchers to 
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be “eclectic” and draw on “what works” in order to define “what fits” (Charmaz, 2006, p. 

148).  It was with these liberating thoughts in mind that analysis of the research area 

eventually revealed an overriding basic process in the studied phenomenon.   

Memoing. 

Memos are “written records of analysis related to the formulation of theory” (Strauss & 

Corbin, 1990, p. 197). According to Charmaz (2000), “memo writing is the intermediate 

step between coding and the first draft of the completed analysis” (p. 517).  Memo 

writing occurs throughout the analytic process whereby memos elaborate processes, 

assumptions, and actions that are subsumed under codes (Charmaz, 2000). As suggested 

by Charmaz (2006) I found that writing successive memos, ranging from concrete to 

theoretical, throughout the research process kept me involved in the analysis and helped 

to increase the level of abstraction of my ideas and focus of my research. Writing memos 

also allowed constant engagement in Glaser and Stauss’s (1967) recommended “constant 

comparative method” (pp. 101-115). I was able to “compare incidents indicated by each 

category, integrate categories by comparing them and delineating their relationships, 

delimit the scope and range of the emerging theory by comparing categories with 

concepts and write the theory” (Charmaz, 2006, p. 84).  I also used memos to explicate 

longitudinal data, where I compared “a participant’s response, experience, or situation at 

one point in time with that at another time” (Charmaz, 2006, p. 84). 

 

As suggested in the constructivist grounded theory method (Charmaz, 2000), I attempted 

to use action codes throughout my memo writing to enable me to focus on interrelated 

processes rather than static isolated topics.  The following memo illustrates how I sought 

to explicate my understanding of the fourth stage of the theory of how parents seek 

progressive fit when dealing with the education of their child with an ASD over time.  

The fourth stage in the theory was originally coded Framing the Future with two sub-

stages emanating from this stage.  One of the sub-stages was initially coded redressing 

the balance, however, upon reflection with regard to the data in question this code was 

more accurately coded redressing the imbalance in later renditions of the theory. An 

example of a theoretical memo written during the study regarding this issue is included 

below: 
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               Final Stage ‘Framing the Future’ 
 
               Possible Sub-Stage – ‘redressing the balance’ 
 
               ‘Redressing the balance’ is process where the family redresses 

the inordinate amount of attention given to the child with an 
ASD and reorganizes life to provide a more equitable and 
balanced life for others in the family – to ensure longevity of 
the family over time (maybe conscious or unconscious).  
Relates to imbalance of attention during early intervention 
years (categories - settling, improvising, maximizing) and 
formal schooling years (categories - chasing, waxing and 
waning, checkmate), also involves categories supplementing, 
opting out and fourth sub-stage transitioning. 

 
               This may come at different points of time over lifetime of 

child (P5 – grandmother’s involvement / P4, P2 – increased 
competence of older child).   Participants may (P2) or may not 
(P4, P5) be aware that they are actively involved this process. 
Some participants may not have entered this stage (P1, P6, 
P7) but are intending to do so (P6).  This process can be 
triggered by the birth of a younger sibling (P5), the increasing 
difficulties associated with another sibling (P6) (this may be 
only a temporary reprioritization until crisis is over), a failing 
marriage (P4), the gaining of skill by person with an ASD 
(P4, P2), increasing age of child which signals parents will 
have to plan for a time when they can no longer provide the 
same level of attention (all participants recognize this looming 
difficulty but only some (P2, P4, P5) were ready to change the 
imbalance of attention during study).   

 
               Potential consequences of not doing so – marriage breakdown 

(P4), partners having affairs (P6), loss of other siblings 
involvement (P4), resentment of siblings (P2, P4, P6), 
siblings’ and partners’ difficulties not attended to 
appropriately (P2, P4, P5, P6), continual stress/anxiety on all 
family members (all participants), not preparing child with 
ASD for future adult life without parental involvement – who 
eventually die (all participants). 

 
(P = Participant)              
  

A preliminary form of this memo was written very soon after interviewing one of the 

participants who indicated that since the birth of her daughter she was no longer as 

engaged with the process of dealing with the education of her child with an ASD.  She 

actively involved her mother in the process of disengaging and sent her son to be with his 

grandmother most weekends so that the family could have some respite from the 

continual demands of accommodating the child with an ASD.  This action provided much 
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needed balance within the family and allowed the others in the family to have a more 

equitable life.  This led to the writing of many successive memos exploring this final sub-

stage of redressing the imbalance throughout the course of the study. It triggered off my 

own thoughts regarding this process in relation to my own life and the lives of the other 

participants in the study. It also stimulated me to do further theoretical sampling 

regarding this process to more fully understand the properties of this potential sub-stage.  

As illustrated in the above example, I wrote theoretical memos on emerging focused 

codes and built and clarified categories by attempting to examine all the data that it 

covered and by identifying variations within it and between other categories (Charmaz, 

2006) until theoretical saturation was reached.   

Diagramming. 

Grounded theorists are encouraged to use various types of diagrams to provide concrete 

images of their ideas and visual representations of their categories and their relationships 

(Charmaz, 2006; Strauss, 1987; Strauss & Corbin, 1990). As Miles and Huberman (1994) 

succinctly put it, “You know what you display” (p. 91). I similarly used various diagrams 

in conjunction with the inter-related process of theoretical sorting of memos to integrate 

my emerging analysis of the research area. In the initial stages of the analysis, I found the 

technique of “clustering” to be useful (Charmaz, 2006, p. 86). Charmaz (2006), drawing 

on the work of Rico (1983), explains ‘clustering’ as a “non-linear, visual, and flexible 

technique to understand and organize your material” (p. 86).  Clustering is a tentative 

technique designed to explicate a category or process that shows defining properties, and 

their relationships and relative significance (Charmaz, 2006). A copy of an original 

diagram illustrating the technique of clustering in relation to the tentative process of 

‘seeking a diagnosis’ is provided in Appendix F. Clustering provided a way of sifting and 

sorting my material while creating a pattern about, around, and through a potential 

category (Charmaz, 2006). 

 

I also used the 1990 version of Strauss and Corbin’s ‘conditional matrix’ to aid my 

thinking about the “complex web of interrelated conditions, actions/interaction, and 

consequences that pertain to a given phenomenon” (p. 161). In line with Charmaz’s 

(2006) discussion regarding use of ‘the matrix’, I tried to ensure that the mapping of 

participant’s conditions, contexts and consequences did not ‘force’ the data or analysis or 

artificially move the “data and analysis in a pre-established direction” (p. 119).  

Appendix G provides a copy of an original example of a provisional matrix that 
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attempted to represent the action of ‘seeking a diagnosis’. Cross-case analysis of the data 

continually indicated the impact that macro, meso and micro conditions had on the ability 

of parents to deal effectively with the education of their child with an ASD.  Hence, there 

was a good fit between the use of the matrix and my developing analysis (Bryant & 

Charmaz, 2007).     

Recording and Storage of Data 

Through a rigorous application of coding protocols and data storage methods, I was able 

to ensure that all data was securely stored but was accessible and readily retrievable for 

analysis and theory development. Data were stored in hard and soft copy form and back-

up files were made of electronic data. Interview recordings, transcriptions, participant 

observation memos and all personal documentary sources of data were coded and filed in 

a locked cabinet as promised in the initial permission letter to participants to ensure 

anonymity of participants’ details.  Memos were referenced and filed and were easily 

retrievable for sorting and cross-referencing.  All quotes included in the final thesis used 

pseudonyms to mask the identity of participants and their family members. This 

documentation system provides an ‘audit trail’ (Drauker, Martsolf, Ross, & Rusk, 2007) 

where the development of the theory can be traced back to the data.   

 

Trustworthiness  

Lincoln and Guba’s (1985) four criteria of trustworthiness - credibility, transferability, 

dependability and confirmability - were deemed appropriate when evaluating this type of 

qualitative study rather than such positivist criteria as validity and reliability. The 

question of trustworthiness essentially asks: “To what extent can we place confidence in 

the outcome of the study?” (Maykut & Morehouse, 1994, p. 145).   

Credibility. 

To ensure credibility of the data, Lincoln and Guba (1985) recommend prolonged and 

persistent engagement with the research area and use of research methods that ensure 

“credible findings and interpretations will be produced” (p. 301).  I have had both formal 

and informal engagement with the research area over a 21 year period as evidenced by 

the autoethnographic elements of this study. I also used the constructivist grounded 

theory method to conduct my research that routinely employs the technique of ‘member 

checking’ to improve the credibility of the study and to confirm that the theory “makes 
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sense to the participants” (Charmaz, 2006, p. 183). Transcribed interviews were subjected 

to ‘member checking’ with participants and were triangulated against findings from 

participant observations, and documentary sources. Sustained attempts were made to 

involve the participants in confirming the credibility of the emerging theory as evidenced 

by the use of theoretical sampling and successive tabular representations of the tentative 

theory during ‘member checking’. Drafts of theory chapters were also given to 

participants for comment in order to verify their accuracy of representation.   

 

In addition, multiple analysis of data sessions were organized with “peer debriefers” over 

the course of the study to ensure that artificial meanings were not forced upon the data 

(Lincoln & Guba, 1985, p. 243). This was especially important given the 

autoethnographic elements of this study and my position as a ‘complete member’ of the 

community that I was attempting to research.  I was especially vigilant that directions in 

the analysis were grounded continually in the data gathered from all the participants in 

the study to ensure that I did not privilege my own story over others’ interpretations of 

the research area.  

Transferability. 

Punch (2005) indicates that “the concept of transferability is often preferred to 

generalizability in qualitative writing” (p. 255). In terms of transferability, Punch (2005) 

advises a focus on three aspects of the study in question.  Firstly, with a focus on 

sampling, Punch (2005) asks “Is it theoretically diverse enough, or does it capture enough 

variation, to encourage transfer of the findings to other situations?” (p. 255).  In this 

study, as previously outlined, I conducted ‘purposive sampling’ in order to capture a 

broad range of parents in different circumstances and time periods dealing with the 

education of their child with an ASD over time.   

 

Secondly, Punch (2005) asks, “Is the context thickly described, so that the reader can 

judge the transferability of findings to other situations?” (p. 256). In terms of this, I 

provided ‘thick description’ (Geertz, 1973) of the research setting, process and outcomes 

that may aid future decisions and judgments about transferability to other situations.  

According to Lincoln and Guba (1985), interpretivist researchers can only hope to 

provide the “thick description necessary to enable someone interested in making a 

transfer to reach a conclusion about whether transfer can be contemplated as a 

possibility” (p. 316). 
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Thirdly, Punch (2005) asks “on the level of abstraction of the concepts in the data 

analysis: are they at sufficient level of abstraction to permit their application to other 

settings?” (p. 256). In terms of abstraction, I produced a grounded theory of the research 

area that essentially raises the conceptual level of the data to that of theoretical 

propositions. In the end though, it is up to others to decide whether the theoretical 

propositions described are applicable to other settings and populations as strict 

‘transferability’ is impossible in an interpretivist paradigm (Lincoln & Guba, 1985). 

Dependability. 

According to Flick (2006), dependability refers to the consistency of research findings 

and is checked through a process of auditing. Lincoln and Guba (1985) advise that the 

development of an ‘audit trail’ is a major component in the dependability and credibility 

of the study (Lincoln & Guba, 1985).  Acting upon this advice, I created an ‘audit trail’ to 

provide transparency of process and thereby, increase the trustworthiness of the outcomes 

of the study. 

Confirmability. 

According to Lincoln and Guba (1985) confirmability refers to “the extent to which the 

data and interpretations of the study are grounded in events rather than the inquirer’s 

personal constructions” (p. 324).  The major strategies adopted to ensure confirmability 

were in providing an audit trail that would reveal to another that the findings were firmly 

grounded in the data.  Apparent in the audit trail is careful, line-by-line open coding of 

participants’ data followed by formulation of categories and concepts that fit the data and 

have explanatory power. As researcher, I attempted to adopt an apolitical, symbolic 

interactionist perspective located within the interpretivist paradigm to ensure that 

participants could have their own stories heard as reliably as possible. I also ‘bracketed’ 

my own understandings of the research area through an initial self-interview so that I did 

not unduly privilege my own rendition of the research area. 

Ethical Considerations 

At the commencement of the study the University of Western Australia’s Human 

Research Ethics Committee approved the research proposal for this study.  All efforts 

were made to maintain the basic ethical principles outlined in the National Health and 

Medical Research Council (NHMRC) National Statement on Ethical Conduct in Human 
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Research (Australian Government, 2007) which governs the university Human Research 

Ethics Committee. The principles of research merit and integrity, justice, beneficence and 

respect were upheld throughout the study.  In line with these principles, participants were 

given an information sheet before participating in the study that contained: a description 

of the purpose of the study, data gathering methods, potential benefits of the research and 

an assurance that participants could withdraw from the study at any time without 

prejudice. 

 

Data provided by the participants was used solely for the proposed research and was 

always securely stored to ensure privacy.  All identifying details were removed from data 

used in the study and participants were assured that their identity would remain 

permanently confidential.  Prior to the study commencing, participants signed a consent 

form to indicate they agreed to be involved in the study.  They were provided with 

transcripts of their interviews and diagrams of the analytic directions in the analysis for 

member checking and verification. They were assured that any portion of the interviews 

could be withdrawn at any time during the study if they deemed it too sensitive or 

inaccurate for inclusion in the study. 

Conclusion 

The central aim of the study was to generate substantive theory about how parents deal 

with the education of their child with an ASD over time. This chapter explains the 

methodology used in this study to achieve such an aim.  The study was located within the 

social theory of symbolic interactionism, a major theoretical position within the 

interpretivist paradigm. Both autoethnographic and constructivist grounded theory 

methods were used in the instrumental and collective case studies undertaken in this 

study. Data collection and data analysis were conducted according to both 

autoethnographic and constructivist grounded theory methods. A substantive theory was 

developed in which the core category, categories, sub-categories and concepts could be 

traced back to the data. A detailed exposition of the theory generated in this study, 

namely the theory of seeking progressive fit, is now presented in the following four 

chapters of the thesis.  The theory is presented with reference to relevant research 

literature, gathered both during and after formulation of the theory. This research 

literature did not unduly influence formulation of the theory but subsequently provided 

triangulation in order to strengthen the theoretical findings of the study. 
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Chapter Five: Stage One  

 

This chapter and the subsequent three chapters develop a theory generated from the 

central research question ‘How do parents deal with the education of their children with 

an Autism Spectrum Disorder (ASD) over time?’ The study investigated how West 

Australian parents (mainly mothers) in six families deal with the education of their child 

with an ASD over time. The theory generated from the analysis of the data gathered is 

that parents deal with the education of their child with an ASD over time by conducting 

the core social process of seeking progressive fit and that in doing so they potentially 

move through four stages.  The four stages of the social process are designated as 

follows: Stage One - Beginning Battle, Stage Two - Waging War, Stage Three - 

Strategizing Solutions and Stage Four - Framing Futures.  The social process generated 

through the constructivist grounded theory method can best be described as “a series of 

evolving sequences of action/interaction that occur over time and space, changing or 

sometimes remaining the same in response to the situation or context” (Strauss & Corbin, 

1998, p. 46).  

 

The four stages, while sequential, are also at times indistinct and iterative, where parents 

may experience two sub-stages at once or revisit a stage depending upon the conditions 

operating in their lives at the time. For example, a parent may have their child diagnosed 

with one disorder in Stage One (Beginning Battle) but this may subsequently only reveal 

part of the picture for their child. They will then be compelled, once again, to have their 

child reassessed at a later time in order that a more accurate picture may be gained and 

more appropriate intervention services sought. This may then involve an iterative 

movement by the parents from Stage Two (Waging War) back to Stage One (Beginning 

Battle) where a more accurate diagnosis will again be sought. The movement between 

Stages Two (Waging War) and Three (Strategizing Solutions) has the greatest level of 

interaction for parents. Parents move through a series of feedback loops where they 

continually strategize solutions to remedy the often constant, overwhelming difficulties 

associated with educating their child with an ASD. For example, parents may have 

difficulty locating a mainstream school that will accept their child with an ASD for 

enrolment (Stage Two – Waging War). They will then have to work out ways to 

overcome such a difficult situation (Stage Three – Strategizing Solutions). When they 

finally locate a school that will agree to enroll and welcome their child, they may then be 

confronted with how this child will be treated educationally when they are placed in such 
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a school (Stage Two – Waging War). Once again, the parent, in combination with the 

school, must help solve this situation (Stage Three – Strategizing Solutions). This cyclical 

pattern repeats itself throughout the education process.   

 

Parents’ direction and speed of movement through the various stages is determined by the 

following intervening conditions:  

 (a) the attitude and background of the parents,  
 (b) the level of support and accommodation available,  
 (c) the educational progress of the child over time,  
 (d) the timing and type of engagement with the educational context, 

and 
 (e) the advancing age of both the person with an ASD and their 

parents.  
 

As a parent gradually cycles through the stages they are imbued with an increasing 

awareness and confidence regarding how to deal with the individualised education of 

their child with an ASD.  However, the educational journey also creates variable negative 

feelings in the parents as they progressively realise the enormity of the difficulties they 

often face trying to seek, gain, maintain and create educational fit for their child with an 

ASD over time.  This tension operates throughout the educational journey where parents 

are continually seeking progressive fit for their child with an ASD. The basic social 

process of seeking progressive fit is present throughout all stages of the education process 

and its intensity waxes and wanes according to the conditional matrix (Strauss & Corbin, 

1990) operating in the parents’ lives at the time. Strauss and Corbin’s (1990) notion of a 

‘conditional matrix’ incorporates the “complex web of interrelated conditions, 

actions/interaction, and consequences that pertain to a given phenomenon” (p. 161).   

 

The following diagram presents a full representation of the theory of seeking progressive 

fit inclusive of all stages, sub-stages, categories and sub-categories that are explained in 

the following four chapters.  Throughout the four chapters, the key processes, concepts, 

stages, sub-stages, categories and sub-categories are italicized and sometimes bracketed 

for ease of understanding by the reader:   
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Stages
2 & 3
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settling

improvising
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segregating

broadening
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waxing & waning
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finding fit

Stage 4 Framing Futures

supplementing

transitioning

redressing the imbalance

Worrying

Convincing

Researching

Diagnosing

Beginning Battle

Basic Social Process

Seeking Progressive Fit

from the beginning

regressing into 
their ‘own world’

‘little Mr Genius’

a double-edged sword

enduring diagnosis

assessing value

Stage 1

 
Figure 5.1: Theoretical Representation of 4 Stages Expanded. 
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This chapter now presents a detailed exposition of Stage One (Beginning Battle).  The 

following Chapter Six will deal with Stages Two (Waging War) and Three (Strategising 

Solutions) in relation to parent experience of the early intervention (EI) years. Chapter 

Seven will then deal with Stages Two and Three in relation to parent experience of the 

formal mainstream schooling years. Chapter Eight will further explain the relevance of 

Stages Two and Three in relation to the parent experience of supplementing their child’s 

education and opting out from mainstream education during their formal schooling years. 

This chapter will also explain some parents’ eventual journey into Stage Four (Framing 

Futures), where parents seek to ready their child with an ASD for the looming adult 

world and redress the imbalance in their lives. This structural decision was based on the 

need to explain and illustrate the constant and often unrelenting, iterative movement that 

exists over time between Stages Two (Waging War) and Three (Strategizing Solutions) in 

the lives of the parents. It also seeks to link this layering of experience to the parents’ 

eventual need to address future horizons for all family members in Stage Four – Framing 

Futures. 

Stage One - Beginning Battle: An Overview 

The length of time that it takes for parents to believe in their own estimation that there is 

something wrong with their child’s development and to then gain an accurate diagnosis 

often has a direct bearing on when effective, early intervention can be gained. Research 

has revealed that evidence based, early intervention (EI) can have a significant, positive 

impact on the educational progress of the child with an ASD (Birnbrauer & Leach, 1993; 

Francis, 2005; Green, 1996; Howard et al., 2005; Lovaas, 1987; Magiati et al., 2007; 

McEachin et al., 1993; Roberts & Prior, 2006). One of the most efficacious, evidence-

based early interventions is the Applied Behaviour Analysis / Discrete Trial Traning 

(ABA/DTT) method that requires up to 40 hours per week of one-on-one intervention in 

best practice models (Birnbrauer & Leach, 1993; Francis, 2005; Lovaas, 1987, 2003; 

McEachin et al., 1993; Palm Consulting Group, 2005; Roberts & Prior, 2006; Smith et 

al., 1996). This research indicates that early intervention is time-critical and the skills 

learned should be generalized over as many environments as possible in the life of the 

child with an ASD. Hence, it is important to track differences in parents’ trajectories of 

awareness as such awareness has a major impact on a parents’ ability to gain effective, 

educational intervention for their child with a potential ASD at the earliest opportunity.   
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Parents in the study indicated that after experiencing inordinate difficulties with their 

child as compared to other children they felt increasingly worried (worrying) about what 

could be wrong with their child. The child often became the centre of attention in the 

family because of their difficult and unusual behaviour. Parents attempted to gain help for 

their situation by trying to convince (convincing) others of their child’s differences but 

were often told by significant others that their worries were unjustified. As difficulties 

persisted, most parents felt compelled to research (researching) the situation for 

themselves through various sources and then to seek out a possible diagnosis in earnest 

for their child. They expected that this would lead to appropriate intervention and 

eventually, appropriate schooling in order to improve the difficult situation experienced 

by the whole family.  Through engagement with the system on offer, parents began to 

develop an awareness that their situation was potentially far more difficult to negotiate 

than they first imagined. Parents began to realize over time that they were only just 

beginning to battle (Beginning Battle) with a situation that could be potentially lifelong in 

relation to their child with an ASD. Throughout this first stage (Beginning Battle), 

parents constantly wondered and worried about how their child with an ASD would find 

fit and acceptance within their own family and the external world at large.  In relation to 

this, parents had to overcome continually their own internal struggle in order to deal with 

the external battle that was occurring on many fronts.   

 

Four sub-stages were generated from the first stage, Beginning Battle, in relation to how 

parents deal with the education of their child with an ASD over time. The following 

section elaborates on the first (worrying) and second (convincing) sub-stages of Stage 

One (Beginning Battle) that often occur concurrently. At the first sub-stage (worrying), 

parents feel increasingly worried about the difficulties associated with trying to parent 

their child as compared to other children. This leads them to the second sub-stage 

(convincing), where they try to convince significant others of their child’s differences. 

When such concerns are often dismissed by trusted others, parents are compelled to move 

into the third sub-stage (researching), where they research the situation for themselves.  

The final section of this chapter explains the fourth sub-stage (diagnosing) where parents 

seek a diagnosis in earnest because the situation with the child becomes increasingly 

difficult and, with diagnosis, parents assume that targeted effective help for their situation 

will be forthcoming.    
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Figure 5.2 illustrates an expansion of Stage One (Beginning Battle) and shows the type 

and direction of movement possible within this stage. 

Stage 1

Worrying

Convincing

Researching

Diagnosing

Beginning Battle

Basic Social Process

Seeking Progressive Fit

from the beginning

regressing into  their‘ own world’

‘little Mr Genius’

a double-edged sword

enduring diagnosis

assessing value
 

Figure 5.2:  Theoretical Representation of Stage 1.  
 

Sub-stages One and Two: worrying and convincing. 

Before their child is born, parents often imagine a wonderful future for their offspring 

and ideal scenarios abound in their minds. When the child finally arrives and is very 

different from their dream vision, parents struggle to ‘fit’ their internal, idealized scenario 

with the reality of parenting such a child. Parents have an expectation about parenting 

that is often based on previous experiences with other children and information that is 

available in the public domain. When these expectations are continually unmet, parents 

worry (worrying) and try to convince (convincing) others of their inordinate difficulties 

with their child in order to gain help for their situation. 

 

Three categories of parent experience were identifiable in the first and second sub-stages 

of worrying and convincing.  Sometimes, parents were able to register almost from the 

beginning (category one) that there was something very different about the development 

of their child in relation to others.  In contrast to this, some parents did not notice any 

difference in their child in relation to others until some time later when their child lost 

previously held skills and seemed to be regressing into their ‘own world’ (category two).  

Still other parents noticed worrying differences but interpreted it as a positive sign of the 



 120 

child being of superior intellect and were encouraged by others to believe that they may 

be raising a ‘little Mr. Genius’ (category three).  All three scenarios eventually lead to 

worrying by the parents who, over time, recognized the growing difficulties associated 

with parenting their child with a potential ASD. They felt compelled throughout this first 

sub-stage to share their fears with trusted and qualified others and tried to convince them 

(convincing) of their child’s inordinate difficulties as a preliminary way of trying to gain 

help for their situation.  

 

The background and experience of the parents and the response of significant others 

determined the level of confidence which parents gained in their own estimation of what 

was happening for their child.  These three different scenarios affected the time taken for 

parents to believe in their own estimation that a serious problem existed and to gain 

effective help. The parents in the first category (from the beginning) experienced the 

quickest trajectory of awareness and movement through the sub-stages. The second 

fastest movement was experienced by parents in the second category (regressing into 

their ‘own world’) and the longest passage was generally experienced by parents in the 

third category (‘little Mr. Genius’). Parents in all three categories experienced 

ambivalence to a lesser or greater degree regarding the appropriateness of the 

development of their child.  Each of the three categories of parent experience at the sub-

stages of worrying and convincing are considered below. 

Category one: from the beginning. 

The first category of parent experience at the sub-stages of worrying and convincing is 

termed from the beginning.  Parents in this category report that behaviour exhibited by 

their children almost from the beginning indicated a very measured difference between 

their child and their child’s peers and siblings. From autobiographical accounts (Maurice, 

1993; Stehli, 1991) and the accounts of all parents in the present study, it is evident that, 

in all three categories of experience of sub-stages one and two (worrying and 

convincing), the child’s behaviour can have a wide range of expression.  The young child 

may exhibit a disturbing, disinterest in the world or alternatively, they may present with 

an idiosyncratic mix of excessive crying, communication difficulties, sensory 

sensitivities, rigidity, repetitive behaviour, self-stimulation, self-injurious behaviour and 

many more worrying signs. Such behaviour often results in the child gaining the most 

attention in the family. According to descriptions by all parents in this study, these 

children show an individual, idiosyncratic profile of behaviour that makes assessment and 
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comparison of their child’s situation difficult; hence, parents often need to confirm their 

suspicions with others.   

 

Two different mothers, one from an autobiographical account and another from the 

present study, exemplify the two ends of the spectrum of worrying behaviour that can 

sometimes be witnessed by parents: 

               By the time she was a month old, I was absolutely certain of it. Her 
eyes were still completely unfocused, and she wouldn’t grab my 
finger, something Dotsie had done almost immediately, something 
babies did instinctively and automatically.  I tried to chalk everything 
up to her pre-maturity, thinking she’d catch up, but I was afraid she 
was retarded, and was baffled by how she didn’t seem to care 
whether or not she was held, fussed over, sung to, or cooed at.  She 
acted detached, as if she lived in her own world, as content as a 
goldfish (Stehli, 1991, p. 14).   

 
               The main language Jack (son with an ASD) had was screaming.  He 

would scream from the time he got up to the time he went to bed.  
The only thing that would calm him down was driving. So, I guess 
that is the way that I found my way around Perth because I must 
have gone through every little back street in and out of suburbs. I 
used to just drive and he wouldn’t always sleep. He would just sit 
and look out the window. He would just be happy and if it meant that 
I could get an hour’s peace it was worth it (6). 

 

Parents in the study indicated that they were often highly stressed when trying to deal 

with the continual, inordinate demands placed upon them by their child with a potential 

and eventually diagnosed ASD. Current research on the social impact on families having 

a child with an ASD has shown that the child’s behaviour can be a constant source of 

stress to both caregivers and siblings (Sanders & Morgan, 1997; Schieve et al., 2007; 

Sivberg, 2002; Smith et al., 2008).  Parents, especially mothers, of children with an ASD 

are more likely to experience serious psychological distress, including depression and 

anxiety, than parents of children with other developmental disabilities (Bromley et al., 

2004; Grayson, 2004; Schieve et al., 2007). Extremely antisocial and disruptive 

behaviours such as self-injurious, tantrum, obsessional, compulsive and violent 

behaviours can often make normal family life almost impossible (Gray & Holden, 1992). 

Stigmatization of the whole family often results and increases isolation whereby parents 

may restrict public encounters and only socialize with friends who are sympathetic to 

their child’s difficulties (Goffman, 1963; Gray, 1993, 2002a). Drastic consequences have 

sometimes occurred in response to the daily pressures experienced by some parents when 

caring for their child with an ASD.  At their most extreme, these have included the death 
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of the child and/or the parent caring for their child with an ASD (Cummings, 2006; 

Lamont, 2004; Murray, 2008).   

 

Parents in this study indicated that they had experienced at times, an excessive amount of 

difficulty with the behaviour of their child with a suspected ASD before seeking 

diagnosis. Most often, this child’s behaviour required an inordinate amount of attention 

and time from parents to address such behaviour. However, the parent experience 

represented in this first category (from the beginning) revealed that these parents were 

able to register much more quickly than other parents the strong possibility of an ASD 

because they were able to compare the child in question with an older child who already 

had an ASD diagnosis. In one example from the study, significant others initially 

discounted one particular mother’s concerns about her first child with a suspected ASD 

and saw her fears associated mainly with parental inexperience. This is exemplified in the 

words of the mother reproduced below: 

               There were kids everywhere, because they all had cousins on both 
sides of the family.  All he (first son with a suspected ASD) wanted 
to do was to sit on the swing and be pushed on the swing.  I found 
that odd as well.  Other kids were getting into the toy that we bought 
him.  They all loved it.  So, I just knew there was something not right 
there.  And I just knew that the little boy that I remembered was not 
the same little boy. Chris (first son with a suspected ASD) was due 
for his two-year-old check up at the health centre.  I had also spoken 
to the health sister about my concerns and she also brushed them 
aside.  Almost to the point where everybody made me feel like I was 
the one with the problem or I am pushy.  I just think they were not 
taking me seriously or not listening to me.  Even the health sister 
didn’t make a big deal of it (6). 

 
This same parent continued to seek confirmation from significant, qualified others, 

including a paediatrician, regarding her first son’s worrying behaviour but was given a 

similar response regarding her concerns: 

               We left Melbourne to come to Perth.  In the meantime, we had been 
in contact with our paediatrician about him (son with a suspected 
ASD) not talking.  We got the same response from him.  He said that 
his son didn’t talk till he was five (6). 

 
It took these parents nearly three years to have their first child diagnosed with an ASD 

even though these parents registered concern about the child from the eighteen-month 

mark. This served to make the trajectory through to eventual diagnosis far more stressful 

and lengthy than was experienced by these same parents when attempting to gain a 

diagnosis of an ASD for their second son. 
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Experience with the first child informed the parent’s understanding of their second child 

and served to increase the confidence of the mother in her own assessment of the 

situation.  She eventually had her second son diagnosed with an ASD when the child had 

only just turned two even though significant, qualified others were ‘unsure’ whether to 

diagnose him at such a young age.  The mother of the two boys concerned commented 

about this situation in the following way: 

               But, I guess knowing what I knew from Chris (first son with an ASD) 
I investigated it for Jack (second son with an ASD). I think that is 
why they were unsure to diagnose him as such because he had only 
just turned two.  He was much younger when he was first diagnosed. 
But, I just knew that there were things, the talking especially, as soon 
as I thought that, I thought ok, they are quite different the boys but 
there were similarities (6). 

 
The former experiences of the parent with her first child with an ASD increased her level 

of confidence and served to accelerate her movement along the trajectory of awareness 

needed to continue through to diagnosis and to eventually receive more timely help for 

her situation. 

 

To summarize, parents in this first category of experience register, almost from the 

beginning, their child is not developing appropriately. The parent’s awareness and 

confidence is heightened by their former experience with an older child with an ASD.  

This heightened awareness and confidence of the parent allows them to be more strident 

in their attempts to convince others (convincing) about their concerns and to move much 

more quickly to the fourth sub-stage of diagnosing. 

Category two: regressing into their ‘own world’. 

The second category of parent experience in the sub-stages of worrying and convincing is 

regressing into their ‘own world’.  This occurs when the child seems to be developing 

normally and then after some time the parents notice that the child is losing skills in many 

areas and is regressing into their ‘own world’.  Parents in this category indicated that 

their experience included an obvious regression in the use of communication by their 

child: 

               Adam (son with an ASD) was developing quite normally until his 
second birthday and that’s when things started to slide downhill.  He 
regressed, the words that he had begun to say, he would get angry if 
we would try to get him to say something.  He didn’t want us to sing 
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to him anymore, it was like this blanket of frustration just fell over 
him and he was a completely different child (1). 

 
               He stopped attending at all like a big blackness came over him.  He 

no longer wanted to relate to us.  He was just in his own world.  He 
was almost depressed, if he wasn’t screaming and crying, he was just 
very serious and by himself. He stopped talking and just virtually 
went into his own world which didn’t involve us anymore (5). 

 
               It wasn’t until I went into hospital to have Jack (second son with an 

ASD) and Chris (first son with an ASD) would have been about 
eighteen months … I came back after about eight days and just felt 
that he was quite different after that. I thought that he was very 
withdrawn, he didn’t seem to have so much acknowledgement or 
affection for me.  In fact, it was like he didn’t know that I had been 
away or anything.  It was very different to before I went away (6). 

 
Parents in this group report that these children were often their first-born or were the first 

of a different gender to be born in their family.  According to parents, this circumstance 

served to reduce their awareness and confidence that the difficulties they were 

experiencing with their child were above those associated with normal parenting.   

 

Similar to the first category of experience (from the beginning), when parents did try to 

convince (convincing) trusted and qualified others of their difficulties their concerns were 

dismissed. In one case, a parent of two older girls and a younger son with a suspected 

ASD said the following about this situation, “I was continually being told by my friend it 

was because he was a boy, that girls develop quicker, and I had only experienced the 

girls” (7). Another parent in the study had a similar response from family members as 

evidenced below:  

               So, I started to worry then and I would talk to other people like my 
sisters and sisters-in-law.  Mine were the youngest at the time, so I 
figured I am new at this sort of thing.  I just wanted to know if they 
found the same thing.  They all said, ‘Don’t worry, he’ll talk when he 
is ready’ (6). 

 
These situations served to reduce the parent’s ability to move along the trajectory of 

awareness needed to access meaningful help for their child in the shortest period of time 

possible. It also served to indicate the lack of knowledge apparent in the general 

community regarding the possible spectrum of diverse behaviour sometimes associated 

with an Autism Spectrum Disorder.  
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Some parents in this group also indicated that this regressing into their ‘own world’ 

occurred just before or together with a marked physical deterioration of their child.  This 

situation served to increase the state of worrying experienced by the parents: 

               Soon after the birth of Jill (younger sister), Kim’s (son with a 
suspected ASD) health deteriorated and he had his first serious 
asthma attack.  He was taken to the children’s hospital where he was 
diagnosed as asthmatic. It was very traumatic for all concerned 
because his language development was so limited he could not 
understand at all what was happening (2). 

 
               And at that stage, also prior to the regression, he had two lots of 

severe gastroenteritis and had been very sick with them and got the 
next lot and from that point on suffered a lot of diarrhoea. And his 
regression was almost like a follow on of how children are when they 
are sick. How they get a bit withdrawn and quiet and his regression 
seemed like that, as well as the depression which came over him.  
We wondered whether he could have had Chronic Fatigue Syndrome 
or something like that because he seemed to sort of have very little 
energy as well.  He seemed to lose a lot of muscle tone and all those 
sorts of things (5). 

 
So while parents became increasingly worried about the regression in their child’s 

behavioural and sometimes, physical state, they found it difficult to move past the 

worrying sub-stage.  Efforts to have their worries taken seriously by trusted and qualified 

others were often met with comments that their concerns were based on inexperience.  

This, in turn, reduced their confidence in their assessment of their own situation, which 

then delayed their movement along the trajectory of awareness needed to seek a diagnosis 

in order to gain timely educational intervention for their child. 

 

In summary, parents in this second category of experience notice their child regressing 

into their ‘own world’ after a period of normal development Parents’ confidence in 

assessing their own situation is reduced when they try to convince trusted and 

experienced others of their concerns and are then charged with inexperience. Parents 

continue to feel worried as their child’s behaviour and health problems persist and often 

escalate. This compels them to continue in their movement from the sub-stages of 

worrying and convincing to the next sub-stage of researching, which finally allows them 

to proceed seriously to the next sub-stage of diagnosing. 
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Category three: ‘little Mr. Genius’. 

The final category of parent experience in the sub-stages of worrying and convincing is 

‘little Mr. Genius’.  This category includes parents who initially think they are raising a 

‘little Mr. Genius’ but very gradually become aware that other parts of the child’s 

development are an increasing cause for concern.  This period of misconception can last a 

relatively long time, sometimes years, as compared to the awareness shown by parents in 

the other two previous categories. Children in this category differ from the other two 

categories in that they generally have seemingly good language skills from a 

comparatively young or developmentally normal age, even though aspects of their 

behaviour are an increasing cause for parental concern.   

 

These children are often later diagnosed with Asperger’s Disorder which is notoriously 

difficult to diagnose early (Attwood, 1998, 2007; Myles, 2005) because the seemingly 

advanced or normal language development masks other behavioural difficulties in the 

minds of the parents and others which may be concurrently occurring. Recent reports 

indicate that the average age for diagnosis of Asperger’s Disorder is between eight and 

eleven years of age (Attwood, 2007; Eisenmajer et al., 1996; Howlin & Asgharian, 1999).  

It is also estimated that only fifty per cent of children who have Asperger’s syndrome are 

currently being detected and diagnosed (Attwood, 2007, p. 46). The parent representing 

this category of experience describes below how confusing the profile of such children 

can be: 

               But he was so precocious and so bright and such a good talker.  And 
you know how some of them talk like little professors when they are 
little. And you know even at age five he had such an amazing general 
knowledge because he just watched TV and it would all go into the 
video, computer brain and just stay there.  He would just regurgitate 
it.  He would know about astronomy and things that he watched on 
TV and books that I read to him. And people thought that he was 
little Mr. Genius happening (4).   

 

According to this parent, the period of misconception in this category was elongated by 

two factors. The first factor was the successful progression of an older sibling who 

displayed similar early behavioural traits to the child with a potential ASD, but then dealt 

relatively successfully with mainstream schooling. This ‘red herring’ was described by 

the parent in the following words: 

               It was completely normal development as far as that goes, the eye 
contact and playing peek-a-boo games and waving bye, bye. Yes, so 
I didn’t really notice anything until he (son with a potential ASD) 
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was doing some ‘flopping’. We call it in the family ‘flopping’, 
because my elder daughter had already started ‘flopping’. I didn’t 
know what it was.  But when the second child came along and started 
doing it I realized that something was going on.  It was not just the 
eccentricity of the first one … I just thought that she was just 
eccentric, because she had everything else. She was a very 
precocious speaker, she spoke almost fluently at eighteen months and 
started talking at sixteen months. She was very engaging with people 
(4). 

 
Hence, while the parent was cognizant of ‘eccentric’ behaviour in both children, concern 

about the younger child’s development was ameliorated by the relatively successful 

passage of the older sibling through early life events and eventual mainstream schooling. 

 

The second factor which elongated the period of misconception was the reaction of 

significant others who discounted the ever growing concerns that this mother had about 

her child’s behaviour. These ever growing concerns included such worrying behaviours 

as rigidity, obsession with time and topics, self-stimulatory behaviours, toe walking, 

excessive tantrums, sensitivity to light and sound, and in later years, dysgraphia. To 

illustrate, this parent commented about her child’s excessive rigidity as follows: 

               Yes, and then he would start with the routine thing, things had to be 
done according to a routine.  He would get very upset if the routine 
changed to the extent where I had to put a blackboard in his room 
and write down what would happen right through the day … I 
couldn’t change things then without major tantrums happening.  ‘No, 
no, no, you said this, we are going to do this’, and he had to wear a 
watch from age five onwards so that he could …‘We’re doing this at 
eleven o’clock’ (4). 

 

When this parent voiced her concerns about her son’s behaviour to a trusted teacher she 

was told that her worries were more to do with the sometimes, precocious nature of 

intellectual ability rather than any notion of accompanying ‘impairment’. This is 

evidenced below when this parent recalled a conversation that she had with one of her 

child’s first pre-primary teachers: 

               He (son with a suspected ASD) went to (school’s name) with a very, 
very, well-known and respected pre-primary teacher. I knew then 
that he was different.  I actually said to her that I think Paul (son with 
a suspected ASD) is autistic. And she said to me, ‘Don’t be 
ridiculous Mary (mother’s name), Paul (son with a suspected ASD) 
could not possibly be autistic he is much too bright’. I thought that 
was good to know because I did not want an autistic son. And then 
she let on about things that he was doing at pre-primary. About how 
they had to separate him from other children, sometimes put him in a 
room on his own (4). 
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Understandably, this scenario then set up the parent to discount her own concerns in 

favour of the opinion of a highly regarded professional who was outlining a far, more 

desirable explanation for her child’s differences. Therefore, this parent’s awareness and 

confidence in her own estimation of the situation was decreased.  In this case, it delayed 

the process of diagnosing by years and dramatically reduced the parent’s ability to gain 

help for her child and the rest of the family at the earliest possible time.   

 

It is important to note that even when this parent met this particular teacher some years 

later and revealed her son’s diagnosis there was still disbelief on the part of the trusted 

and very experienced ‘professional’ as evidenced below: 

               And when I caught up with her at the shops once when Paul (son 
with an ASD) was 8 or 9 … I told her that Paul (son with an ASD) 
had been diagnosed with Asperger’s Disorder and she just looked 
vaguely away into the distance. I guess they didn’t know, to her 
Autism was someone who sat in the corner and rocked and banged.  
It wasn’t someone who could tell you about all the planets at age five 
(4). 

 

Hence, resistance to a possible diagnosis of an ASD by some professionals can remain 

high especially when dealing with children who are eventually diagnosed with 

Asperger’s Disorder. According to this parent, much of her earlier difficulty could be 

attributed to the fact that trusted professionals just “didn’t know” about Asperger’s 

Disorder or the Autism spectrum. 

 

Parents in this study also indicated that this resistance to a possible diagnosis of an ASD 

by trusted professionals also put in train a much more difficult trajectory of acceptance by 

the parents themselves as well as other family members when the diagnosis was finally 

made.  As will be discussed in sub-stage four (diagnosing) some family members find it 

difficult to give up the idea that there is a possible ‘little Mr. Genius’ in the family versus 

the stigma associated with a family member being diagnosed with an ASD. This 

difficulty of acceptance is documented in the research literature whereby not only the 

parents, but also others, have trouble accepting the diagnosis over time (Gray, 1998; 

Moses, 1987; Perryman, 2005). Unfortunately, the family outlined in this category of 

parent experience eventually became a single parent family and the parent’s own mother, 

ex-husband and other adult children now have little to do with the mother and the son 

who was eventually diagnosed with Asperger’s Disorder. The parent involved in the 
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study believes that such difficulty with acceptance of diagnosis placed even more 

pressure on the family’s fragile circumstances and contributed to the breakdown of her 

family. 

 

Drawing on the seminal work of Elizabeth Kubler Ross, Moses (1987) indicates that 

parents of children with a disability often experience non-linear states of grief including 

denial, anxiety, anger, guilt and bargaining, depression and finally acceptance. A 

phenomenological, research study conducted by Ewart (2002) investigating parents’ 

experience of having a child with an ASD during their prepubescent years showed that it 

was an ongoing process that begins with getting the diagnosis and moves through the 

stages of realization, reactions, adjustment, reactions to adjustment, and acceptance or 

resignation. This process may potentially take years and different family members may 

experience dissimilar trajectories of acceptance. This serves to heighten the stress felt by 

parents when they seek a diagnosis for their child with an ASD and can elongate the 

process of gaining timely and targeted intervention that can potentially help both the 

child and their associated family. 

 

In summary, parents in this third category, ‘little Mr. Genius’, feel worried and try to 

convince others over a substantially, longer period about the seemingly, contradictory 

nature of their child’s development. On the one hand, there is evidence that they are 

raising a ‘little Mr. Genius’, while on the other hand, there is increasing concern about 

the child’s behaviour. This situation forces parents to continue in their movement from 

the sub-stages of worrying and convincing to the next sub-stage of researching so that a 

diagnosis can finally be made and hopefully appropriate support and intervention gained. 

 

Sub-stage Three: researching.  

In all three categories of the previous two sub-stages (worrying and convincing) parents 

seek to explain their situation to significant others in order to substantiate the concerns 

that they have about their child’s development in the hope of gaining appropriate help.  

Their own confidence and parenting experience and the response of significant others 

influences the time that it takes to move through the first two sub-stages. Parents seek to 

remedy their own ambivalence about their child’s development in this third sub-stage by 

researching. The success of this strategy serves to reduce the time taken to move to the 

next sub-stage of diagnosing. When parents experience concern about their child’s 
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behaviour but have those concerns dismissed by significant others they often choose to 

research (researching) the situation for themselves. This strategy improves their 

awareness about their child’s and their family’s situation and at the same time serves to 

increase the parent’s self-reliance, awareness and confidence (increasing awareness and 

confidence). Unfortunately, this strategy also has the unintended effect of increasing 

parents’ alarm (variable negative feelings) regarding the implications of the possible 

lifelong situation they and their family may have to face. 

 

Sources used by parents in this study ranged from television programs to detailed library 

research where parents attempted to investigate and confirm their suspicions about their 

child’s worrying development.  The type and amount of research parents were able to do 

was directly related to the conditional matrix (Strauss & Corbin, 1990) operating in 

parents’ lives at the time. Therefore, if a parent had other small children and had limited 

external support, they were less likely to have the time or opportunity to research their 

situation.  To illustrate, one mother in the study commented: 

               If only I knew it (knowledge about Autism) then, but I didn’t know.  I 
felt I was reading as much as I could.  I should have read more but 
you can always say I should have done this, I should have done that.  
I had a four year old, a three year old and a six month old, and I was 
on my own a lot. I think we had only just moved into a place because 
that took a while because we were renting (6). 

 

This same parent indicated that she eventually saw a great similarity between herself and 

a character of a mother portrayed in a TV medical drama that alerted her to a possible 

ASD diagnosis for her son: 

               I had seen ‘GP’, and I don’t normally watch TV, but I was constantly 
having videos put on.  But I happened to watch this one episode and 
there was a child with Autism and just how the mother discovered 
that that was what was wrong with him. And it wasn’t so much the 
child’s behaviour that rang true with me it was hers because she was 
really frustrated because he wasn’t coming when she was calling 
him.  So I saw a lot of similarities between her and me. With that in 
mind when I went to see this paediatrician, I said to him I think Chris 
(eldest son eventually diagnosed with an ASD) has Autism and can 
you refer me to someone in Perth because I am going to follow it up 
(6). 

 
In this case, this parent used such information to gain enough confidence to request a 

referral from her paediatrician that moved her to seek a formal diagnosis for her son. 
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Another parent in this study found that the process of researching proved to be a lengthy, 

necessary but frustrating path because other possible diagnoses were initially put forward 

to explain her child’s behaviour. In this case, the parent had an initial diagnosis of 

Attention Deficit Disorder (ADD) given to her son but questioned its accuracy given her 

own research regarding this condition: 

               So, then I started getting the phone calls and I had to come to a 
meeting with the psychologist and the school-teacher. The 
psychologist never mentioned Autism, they talked about ADD, he 
doesn’t comply he must have ADD. So, I read up on ADD and I 
realized that he didn’t have that (4). 

 
Sometime later, this same parent continued her own research regarding a possible 

diagnosis for her son and found, by chance, a book on Autism, which she felt, fitted her 

son’s profile far more accurately: 

               And then, I was cataloguing the books in the library and this book 
came in called ‘Autism’ by Uta Frith. Gee, I know what Autism is, 
what is Asperger’s Syndrome? So I opened up the book and started 
reading and the light bulbs just went ping, ping, ping. I read the 
twenty three or so case histories and I thought this one is like Paul 
(son with a suspected ASD), this one is like Paul … (4).   

 
This parent was able to use research to initially discount and then support possible 

diagnoses for her son.  The research also served to heighten the parent’s confidence in her 

own estimation of the situation (increasing awareness and confidence) and hastened the 

movement toward gaining a formal and appropriate diagnosis for her son.  It is significant 

to note that this parent had a tertiary qualification and specific employment that allowed 

her greater access to resources in order that she could more easily research her own 

situation. In other words, her conditional matrix affected positively her ability to help her 

own situation and allowed her to move more quickly along a trajectory needed to gain an 

accurate diagnosis.   

 

During the researching process, parents may unintentionally come across other 

information about what life will potentially be like with a child with an ASD.  This can 

add to the parent’s already worried state and while they may feel some relief that they 

have a possible diagnosis for their child the ramifications of such a diagnosis can often 

bring about an increase in their overall concern (variable negative feelings). This is 

exemplified in the response of one of the parents in the study: 

               The phone call to the Autism group did not initially turn out well.  A 
recorded message was my first contact with the group. The tape 
outlined the behaviour associated with Autism.  It also gave a very 



 132 

bleak prognosis of what the future held for people with Autism.  The 
tape outlined how many people with Autism were often intellectually 
disabled and most likely had to be institutionalized later in life. If I 
wasn’t frightened enough before I had rung the group I was now 
completely terrified that my child may be one of the people who 
would eventually have to be institutionalized … One part of me 
wanted to find out as quickly as possible what could be done, while 
another part of me did not want to consider what the future would 
hold for a child like our son if he was found to be autistic (2). 

 
So while parents seek to confirm their own suspicions about their child’s situation they 

inadvertently learn about lifelong difficulties that may accompany having a child with an 

ASD.  

 

To summarize, parents in this study use the strategy of researching to check their own 

suspicions regarding what could be a possible explanation for their child’s difficult 

behaviour. Parents’ ability to research the situation is affected by the conditional matrix 

operating at the time in their own lives.  This research is often necessary because parents 

find that their concerns are often being dismissed by significant and qualified others, 

including professionals. Unfortunately, when researching a possible diagnosis for their 

child they also find other disturbing information that serves to increase their overall 

worry about their situation.  Parents hope that by seeking an accurate diagnosis they will 

be able to gain much needed help for their situation.   

Sub-stage Four:  diagnosing. 

Once parents have gained enough confidence in their assessment of their own situation 

regarding their child’s unusual development through seeking confirmation (convincing) 

in others and researching the situation themselves they often move to the fourth sub-

stage of diagnosing.  Before they seek a diagnosis, some parents question whether such a 

diagnosis will be advantageous to their child’s overall life chances because such a 

diagnosis has the potential to be a double-edged sword (category one).  Parents report 

that while there may be successful intervention with a diagnosis there is also the prospect 

of lifelong stigmatization with a formal diagnosis of an ASD.   

 

When parents continue with the sub-stage of diagnosing they are met with a punishing 

diagnostic process.  The diagnostic process is a very difficult time to endure where family 

emotions run extremely high. Parents can wait months, sometimes years, to gain an 

accurate diagnosis if they must use the overloaded state system. Certain diagnoses 
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preclude access to particular intervention services hence the nature of the diagnosis 

becomes paramount in the minds of some informed parents and professionals.  Parents 

assess the value of the diagnosis against their own experience with the child; their own 

research into the area; and the potential intervention benefits to be gained with such a 

diagnosis. Some parents and family members also have difficulty in accepting the 

diagnosis especially if their original estimation of the child included the notion that the 

child was in the ‘genius’ range.  If they feel the diagnosis is not accurate parents may 

revisit the system a number of times in order to gain a more appropriate diagnosis and 

intervention. However, during this potentially, long-winded process, parents register that 

even more valuable time is passing when their child could be potentially helped and this 

adds to the burden of their already stressed lives.  

Category one: a double-edged sword. 

The first category of parent experience at the sub-stage of diagnosing is termed a double-

edged sword.  It is termed such because some of the parents in the study were mindful 

that diagnosing could be a double-edged sword for their child.  They were concerned that 

the labeling of their child with an ASD was something that could potentially stigmatize 

their child and potentially reduce their child’s life chances in the eyes of others. Some 

parents in the study had absorbed the autobiographical accounts of others (Maurice, 

1993; Maurice, Green, & Luce, 1996; Stehli, 1991) who had achieved a relative ‘cure’ 

through various means including intensive, evidence-based, educational early 

intervention with their child.  This hope served to delay some parents’ movement toward 

a formal diagnosis and was a source of both internal and external conflict. This is 

evidenced in an account of one of the older parents who entered the system at an earlier 

time when specialized intervention for a child with an ASD was not as readily available 

at the end of the diagnostic process: 

               The paediatrician also suggested that we may like to have Kim (son 
with a suspected ASD) formally diagnosed with Autism, the idea 
being that if services and funds were offered for children with 
Autism we could access them. I instinctively rejected this idea even 
though an easier life in the short term may have resulted from it.  At 
the time, I felt very strongly that if we did insist on a formal 
diagnosis the label would be with our son for the rest of his life.  It 
would never leave him and may give others the right to reject him 
out of hand. We had already seen how the medical profession viewed 
the prognosis of children with Autism. I could not in all conscience 
purposefully seek a label that might limit Kim’s (son with a 
suspected ASD) life’s chances from the age of four.  This was one of 
the worst arguments that I had ever had with my partner (2). 
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Another parent in the study also expressed the difficulties associated with labeling and 

potentially stigmatizing her child: 

               I was only comfortable a long way down the track, come Year 6 or 7, 
that I was happy to let people know that my son had Autism.  I told 
the school that I was very much wanting it to be done on a need-to-
know basis. I didn’t want him to be labeled and have the stigma 
associated with that. I was hoping he would have improvements and 
then outlive the label.  I just didn’t want people forming judgments 
of him so I very much felt the information was personal and it didn’t 
need to be blabbed everywhere. Not many people at that stage didn’t 
know that he had a diagnosis of Autism anyway.  It is amazing when 
you mention the word Autism all sorts of people recoil quite a bit 
and don’t hold much hope for your child’s future and they don’t want 
to get overly involved in it (5). 

 

Another younger parent accessing the system somewhat later also expressed similar 

concern about the stigmatization associated with labeling her child with an ASD 

diagnosis. However, this parent’s acceptance of the need for the label was greater 

because it held the hope of access to a greater level of ASD specific intervention: 

               Well, having this label on your child in my opinion can have its 
downfalls as well.  If you have a child and you say that the child has 
Autism or the child next to him, who may have Autism, but you have 
said they have a speech impairment, it just makes a huge difference, 
there is a stigma attached to that label. I did take that into 
consideration as well.  I hated the word ‘Autism’ for a long time and 
I still do.  I hate using it (1). 

 
However, this same parent also commented that she was grateful to have had her child 

diagnosed early because of the ever-increasing waiting lists in the public system: 

               Oh yes, if I hadn’t done it (had her son diagnosed with an ASD), if I 
hadn’t have acted when I did I would have been on a massive 
waiting list because a few months after that the funding changed and 
that really mucked things up a bit as far as a waiting list goes – they 
were huge. I wouldn’t have got in.  I knew a lot of people that I had 
met that were going through what I went through were on a six 
month waiting list.  And you have not got six months to wait and it 
can make a huge difference (1). 

 
This mother, like other parents in the study, was aware of the ever-changing nature of 

disability funding and how this could seriously affect a parent’s ability to access much 

needed services. She also reflected all parents’ preoccupation in the study with the 

passing of time in relation to the lack of development being shown by their child in 

comparison to their peers.  The hope of gaining intervention which targeted the individual 
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profile of her child with an ASD served to overcome some of the unease this younger 

parent felt about the stigmatization associated with gaining a diagnosis of an ASD. 

 

To summarize, parents in this category of experience register that diagnosis could be a 

double-edged sword.  On the one hand, there is hope that diagnosis will bring much 

needed, timely help to not only the child experiencing difficulty but also to the rest of the 

family. On the other hand, there is the realization by some parents that the diagnosis itself 

could stigmatize the child and reduce their worth as a human being in the eyes of 

significant others over their lifetime.   

Category two: enduring diagnosis. 

The second category of parent experience at the sub-stage of diagnosing is termed 

enduring diagnosis.  Parents in this study indicated that the diagnostic process was one of 

the most difficult periods of their lives, both difficult to navigate, endure and accept.  

Most parents also experienced ambivalence about their situation while enduring 

diagnosis. Parents wanted to gain an accurate diagnosis so that they could more fully 

understand their child and gain targeted help for them. However, parents knew that once 

a diagnosis of an ASD was made the lifelong consequences of what that diagnosis could 

mean for both the child and the rest of the family would become inescapable.  In the case 

of a child being diagnosed with an ASD this could mean a very bleak prognosis, 

including the need for life-long care or eventual institutionalization, depending upon the 

severity of the child’s difficulties.  

 

For most of the parents in the study, eventual diagnosis of an ASD involved a multi-

disciplinary team made up of a paediatrician, psychologist and speech pathologist. The 

assessment was conducted either privately or through the health or disability sectors 

depending upon the financial situation of the family. According to the parents, formal 

requests by them to have their child diagnosed could take as long as 24 months in the 

state system depending upon the age of the child. Parents indicated that the waiting for an 

accurate diagnosis, the actual assessment of the child and the resulting diagnosis were 

causes of great stress for them. To illustrate, one parent in the study described the 

traumatic time that she and her child endured when she went to see a private psychologist 

as part of the diagnostic process in the following way: 

               That was like … if I’d had half a bottle of vodka on the way home I 
would have drunk it.  She (the psychologist) was so strict with him.  
He had tantrum, after tantrum, after tantrum and she had a beautiful 
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dog.  It was a St. Bernard, a big sloppy thing, and Paul (son with a 
suspected ASD) just wanted to just lie on it and play with it.  She had 
a cuckoo clock upstairs and it cuckooed every fifteen minutes and he 
wanted to go and see it and she wouldn’t let him. And he had a 
tantrum every time it cuckooed and she wouldn’t let him see it. I 
think she just wanted to see the worst aspects of his behaviour … it 
was dreadful, she made him do this IQ test and he kept wandering 
around.  I thought she is never going to find out what his IQ is (4). 

 
And after such a harrowing assessment session this same parent described her response to 

the news that her child had been diagnosed with Asperger’s Disorder: 

               And I was just shell shocked, I could have been a World War One 
victim, because I knew that Asperger’s Disorder and Autism … 
there’s no cure. That it is a life-long, non-curable disability. And that 
is what you have just been told your child has got. He is not just 
bright and eccentric, he is actually never going to be better. So, I was 
totally gobsmacked (4). 

 

Similarly, a fellow parent in the study also described her and her partner’s devastated 

response to an upgraded diagnosis from receptive/expressive language disorder to one of 

Autistic Disorder in the following way: 

               Straight after the assessment, we walked from the building with the 
occupational therapist leading the way. She could plainly see that my 
partner and I were very distraught and overwhelmed.  We had come 
with the intention of gaining help and had been hit by what we 
perceived at the time as a bombshell.  If Kim (son with a suspected 
ASD) was autistic then any hope we had for him could virtually be a 
waste of time … By the time we left the hospital grounds my partner 
and I were in a sea of panic and despair. We walked through the 
hospital grief stricken as though we had just lost our son even though 
he was still physically with us (2). 

 

This was typical of the difficulties and pain experienced by parents throughout the 

diagnostic process.  Parents indicated that there was little follow-up after the diagnosis to 

ensure their emotional welfare even though research indicates this is one of the most 

stressful times in parents’ lives (Gray, 2002b, 2006). At this time, some parents’ thoughts 

were not only trying to process the diagnosis but they were also trying to understand what 

the prognosis would mean for both the child with an ASD and the rest of their family as 

evidenced below: 

               I began to have strange and disturbing thoughts.  I was very worried 
about the life that lay before my daughter with a brother who would, 
in all probability, have to be institutionalized.  I became convinced 
that it would be better for my partner and our daughter to leave Kim 
(son with a suspected ASD) and myself.  My partner could then at 
least try to give her a life of relative acceptance. Why ruin four lives 
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when two could be saved?  Logical madness is the only way to 
describe my thoughts at this time. At my most desperate times, I had 
thoughts of suicide. Somehow, my mind was trying to solve a 
situation which did not have a solution (2). 

 
While most parents experienced distress at the diagnosis, they also experienced 

frustration that it had often taken too much time to gain an accurate diagnosis. Some 

parents also expressed relief that they could finally understand the reasons for their 

child’s different behaviour. There was an expectation in parents that assessments and 

diagnoses would lead to timely, appropriate intervention but, drawing on this same parent 

again to illustrate, this was often not the case: 

               As a parent, I found assessment sessions very traumatic. There was 
always the fear beforehand about what Kim’s (son with a suspected 
ASD) behaviour would be like during testing, given his usual lack of 
compliance, and what the tests would eventually reveal about his 
difficulties. We had been to enough assessment sessions to know that 
many of them were about diagnosing the problems without offering 
any functional help or effective remediation. We could only hope 
this speech pathologist would make the whole trauma worth our 
son’s while and draw some remediation plan to address his 
difficulties (2). 

 
Hence, while parents experienced successive, often traumatic, assessments there was a 

growing awareness in them that the assessments would not necessarily lead to timely, 

appropriate or specific intervention for their child. This increased the stress already borne 

by these parents and their families. 

 

Added to this stress was the differential acceptance of the diagnosis by some family 

members. This is evidenced in both the research literature (Ewart, 2002; Gray, 1998; 

Moses, 1987; Perryman, 2005) and in the parent experience represented in category three 

(‘little Mr. Genius’) of sub-stages one and two (worrying and convincing).  It has been 

found that some family members and professionals have trouble accepting the diagnosis 

especially if it sits in direct contrast to previously held views of the child’s life potential. 

To illustrate, one of the parents revealed the following about her husband’s response to a 

potential diagnosis of Asperger’s Disorder: 

               (Paediatrician’s name) gave me the card for the Asperger’s support 
group.  He didn’t say to me that he had Asperger’s Disorder because 
Paul (son with a suspected ASD) had to see a psychologist and he 
had to see a speech pathologist. We had to get a triad of people and 
he had to get a formal diagnosis, but he gave me the card.  I said to 
my husband, ‘I think I will ring this lady up’. And he said, ‘You 
don’t know, he hasn’t got that’. And I said, ‘Well, we got given the 
card for the support group’, but he said, ‘But he didn’t say he had 
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Asperger’s Syndrome’. And I said, ‘They don’t give you the card for 
the support group unless that is what they have got’. He said, ‘No, 
no, we did not get told that he had that’. He was living in the great 
river in Egypt after that … King of Denial. I don’t know, I think he 
just dealt with it in a different way. He just closes down. He is 
emotionally quite a closed person. I am a bit more volatile and out 
there. But he never wanted to talk about it (4). 

 
Hence, parents must not only deal with their own individual response to the diagnosis but 

they must sometimes navigate their way through the different series of responses to the 

diagnosis by family members and others. This is borne out again by the further comments 

of this same parent below:  

               I had them (her three children) 24/7 and my mother was very angry 
with me because according to her it was my fault my husband had 
left home.  And also, by that stage it was my fault that Paul (son with 
an ASD) was autistic because of the way that I had brought him up.  
So, she withdrew her services to the family.  I was very punished … 
I was a very bad mother (4) 

 

Research has revealed that this ‘denial’ of the diagnosis is another source of continued 

stress for some parents and can sometimes have long term negative consequences in 

terms of the sort of relationship which is experienced with significant others who find it 

difficult to accept that the child has an ASD (Gray, 1998, 2002b). This can impact 

negatively on the ability of a parent to gain targeted educational help for their child, 

especially if the family breaks down, because different family members may have 

variable acceptance of the diagnosis. Research has also revealed that some family 

members may have potentially other cognitive differences (Bailey, Palferman, Heavey, & 

Le Couteur, 1998; Briskman & Happe, 2001; Scheeren & Stauder, 2008) or shadow 

syndromes (Ratey & Johnson, 1997) themselves which may add to difficulties associated 

with accepting the diagnosis. 

 

In summary, parents in this category of experience find that to gain a diagnosis they must 

endure a punishing diagnostic process which most often involves waiting lists.  Parents 

find both the assessment process and the gaining of the diagnosis one of the most 

stressful times of their lives.  Parents carry with them the hope that with diagnosis they 

will be able to maximize the progress of their child by gaining much needed intervention 

services. This hope is juxtaposed alongside the depressing prognosis often given to 

children diagnosed with an ASD. Both the assessment process and the differential 

acceptance of the diagnosis by family members can sometimes lead to further difficulties 
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for family members and this once again places even more pressure on parents’ already 

stressed and complicated lives.     

Category three: assessing value.  

The third category of parent experience at the sub-stage of diagnosing is termed 

assessing value. Parents in this category of experience indicated that they had difficulty 

assessing the eventual value of diagnosis. In the first instance, actually gaining an 

accurate diagnosis for their child’s situation was seen as problematic for nearly all of the 

participants.  This is borne out in current research which indicates that despite increasing 

evidence that an ASD can be accurately identified in very young children (Baird et al., 

2003; Charman et al., 2005; Lord et al., 2006; Nixon, 2008) diagnosis is often delayed 

until children are of school-age (Attwood, 2007; Howlin & Moore, 1997; Mandell, 

Novak, & Zubritsky, 2005).  Some researchers have suggested that the similarity of 

features of Autism with other disorders can often lead to misdiagnosis (Mandell et al., 

2007; Noterdaeme, Amorosa, Mildenberger, Sitter, & Minow, 2001; Ohta, Nagai, Hara, 

& Sasaki, 1987). The spectrum of behaviour associated with an ASD can also present a 

very confusing profile to both parents and professionals alike. Therefore, many 

misdiagnoses precede the eventual diagnosis of an ASD and this has proven to be a 

source of great frustration to many parents.  

 

To combat this, in 2007, the American Academy of Pediatrics took the step of 

recommending that all pediatricians screen for ASD’s with a core developmental 

checklist when children reach the age of 18 months and again at 24 months (O'Hanlon & 

Firestone, 2007, November 14). Current research also indicates that Autism can often be 

detected accurately before twelve months of age (Clifford & Dissanayake, 2008; 

Donovan, 2008, 20 May; Nixon, 2008; O'Hanlon & Firestone, 2007, November 14).  

There has been a recent and urgent call in Australia to create a similar developmental 

surveillance approach where infants are monitored regularly throughout their first two 

years for the development of early social attention and communication behaviours by 

primary health care professionals (Dissanayake, 2009). 

 

Participants in this study had other primary diagnoses initially given to their children 

including Attention Deficit Disorder, Receptive/Expressive Language Disorder, 

Conductive Deafness, Dyspraxia, Global Developmental Delay and so on. One parent 

explained this difficulty in the following way:  
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               They were arguing between PDD (Pervasive Developmental 
Disorder), that was one of them, they said it could have been severe 
Dyspraxia.  And when I looked back to see what the symptoms of 
severe Dyspraxia were they were very similar, they overlap (1).  

 

While these other diagnoses may have revealed part of the picture for parents, they often 

did not carry enough evidence to sustain them as a primary diagnosis for the child over 

time.  Hence, parents often took a meandering, sometimes iterative pathway toward an 

eventual diagnosis of an ASD.  This served to lengthen the time needed to access 

appropriate intervention and increased the stress and frustration felt by the parents.  Some 

parents continued to use the strategy of researching throughout the diagnostic process 

and beyond when they felt that the situation outlined by others did not seem accurate or 

complete in relation to their own experience with their child.  This strategy reinforced 

parents’ growing understanding that there was a need to be self-reliant and resourceful in 

order to overcome difficulties in relation to their child with an ASD. 

 

Parents in the study explained how some professionals seemed reluctant to diagnose a 

child with an ASD because of the prognosis associated with such a diagnosis.  One parent 

in the study commented about this difficulty in the following way:  

                … he (son with a suspected ASD) wasn’t at that stage diagnosed 
properly with Autism, he was diagnosed with Pervasive 
Developmental Disorder because I was able to show what he had 
been like previously.  The doctor at the time who was on the panel 
did say to me he was very reluctant to put a label like Autism on a 
child like Bill (son with a suspected ASD) (5). 

 

By contrast, other professionals were keen to gain a particular diagnosis of an ASD for a 

child so that specific intervention services and funds could be gained through the 

government system for that child. Sometimes there was significant disagreement between 

professionals about the relative accuracy of the diagnosis.  One of the younger mothers in 

the study explained her frustrating experience with diagnosis in the following way: 

               I found it so frustrating that in the end I didn’t care if they came back 
and told me that he didn’t have a leg, just let us get the help for what 
is wrong with him.  I think they were so desperate to put a label on 
him, like he had to be in a category somewhere. That was the worst 
part about the diagnosis because I had the psych. saying to me … to 
this day I am still scarred by this because I have to wonder about 
what the priorities are … the psych. said to me, ‘No, no, no, push for 
Autism, push for Autism because you are going to have so many 
more benefits’.   
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               Well, what are we really focusing on here, are you looking at this 
child or the money side of things, the benefits? There aren’t huge 
benefits anyway which I know now. And then I would have the 
speech therapist saying, ‘No, no, no, I don’t agree with the diagnosis 
of Autism at this stage’.  I just thought between the three of them, the 
psych., the speechie and paediatrician there wasn’t a conclusive 
agreement on what they thought this label was and in the end 
everyone just signed it – the papers to say it is Autism – just shaking 
their heads saying, ‘Yes’, ‘No’, ‘Yes’, ‘No’.  In the end, I didn’t care 
because I was just so frustrated and it was delaying … because I had 
to have a label before I started therapy (1). 

 
Even amongst the professionals dealing with diagnosing children with an ASD there were 

alternative perspectives evident regarding the benefits and drawbacks of a specific 

diagnosis.  This ambivalence mirrored the internal conflict experienced by many of the 

parents who were also unsure of the relative merits of specific diagnoses. Only one of the 

parents in the study was able to have her child diagnosed accurately in the first instance, 

and that was the parent who already had an older child previously diagnosed with 

Autistic Disorder.  The remaining parents in the study had many other possible diagnoses 

given to their child before an eventual appropriate diagnosis of an ASD was made. This 

served to increase the stress experienced by their families and delayed any possible 

appropriate, timely and targeted early intervention that could occur. 

 

Over time and through researching parents also became aware that certain diagnoses 

allowed access to different types and levels of intervention.  Sometimes, parents sought 

or omitted certain diagnoses so that they could access particular educational services for 

their children.  This situation is evidenced by some of the older parents in this study who 

sought a place for their children at the government-funded Language Development 

Centres (LDCs).  According to these parents, these centres provided early intervention 

focusing on specific language instruction in relatively small groups and students had 

access to both teaching and speech therapy staff.  Students could attend these centres for 

a number of their earlier primary years and were mainstreamed later into their local 

school when they were deemed ready.  However, parents in the study found that gaining 

selection into one of these centres was difficult because there was great competition for 

the small number of places available. Professionals warned parents of this and parents 

tried to shape their applications to maximize their child’s chances of selection.  If a parent 

already had a number of private differential diagnoses given to their child they could 

choose to present whichever diagnosis would give them the best chance of selection in 

their application.  Professionals warned parents that children who presented with more 



 142 

than purely ‘language’ difficulties would have greater difficulty gaining selection.  

Therefore, some parents in this study chose to exclude information from their 

applications that would preclude their child’s selection into an LDC.   

 

Parents learned over time that certain interventions were only on offer to students who 

would supposedly gain the most from the intervention. This, according to parents, often 

translated to those students who were the least difficult to deal with.  In the case of the 

LDCs this precluded students who were seen to have both behavioural as well as 

language difficulties even though it could be argued these students would gain just as 

much, if not more, than students whose difficulties were purely language-based.  This 

pattern of ‘cherry picking’ of students for specialist programs was known by both 

professionals and parents alike and served to make the process of diagnosis even more 

harrowing, frustrating and difficult.  One parent in the study described her experience 

with this situation as follows: 

               She (Education Department psychologist) seemed very experienced 
and kind in her dealings with me.  She acknowledged that Kim (son 
with a suspected ASD) was having difficulty with the behavioural 
and social side of pre-primary life and also suggested the Language 
School as an option.  I told her that we were already exploring this 
option privately with the appropriate testing in train.  She suggested 
that she could arrange for one of the Language School staff to visit 
the pre-primary. A Language School staff member apparently visited 
an ex-student weekly at the primary school anyway and may not 
mind visiting Kim’s class at the same time.   

 
               I was very apprehensive about this idea given that my son’s 

behaviour at the pre-primary was somewhat unreliable.  He would 
have presented more reliably cooperative at his private kindergarten 
placement where he was a valued member of the group.  I reluctantly 
agreed to allow the visit knowing that if Kim was not cooperative on 
that day his chances of being accepted into the Language School 
would be minimal.  I had already been warned that the Language 
school did not take children whose problems were seen as more 
behavioural than language based. They could afford to be selective 
from their point of view given the oversupply of candidates (2).   

 

Another parent in the study also commented about this same situation in the following 

way: 

               Right from when speech therapy first started, we were told that they 
were really great centres (LDC’s) and they didn’t take kids with 
Autism but being as Bill’s (son with a suspected ASD) Autism was 
so linked to language and I guess at the beginning he didn’t regress 
as far as he eventually did.  Then Bill’s speech therapist felt that it 
would be a very beneficial place for him to go and that he would 
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probably settle in reasonably well and that the fact that he had 
Autism that you didn’t need to mention it.  It may become apparent 
to them but it wouldn’t and certainly shouldn’t be too much of a 
problem for them. So, I was very keen on this. I was aware there 
were very small classes and limited places and a lot of applications 
which seemed really wrong to me. I felt if all these children had the 
need then more positions should be made rather than include just 
some lucky ones. It seemed a bit like the Nazis and the gas chamber - 
here you are, you can have the future, you can’t (5). 

 
Some parents in the study became increasingly aware of the competitiveness they faced 

(Waging War) in order to access appropriate educational intervention for their child and 

the strategies (Strategizing Solutions) that had to be employed to give their child the best 

chance of success. Such tactics, as manipulating the diagnosis to receive educational 

services, often made parents feel uncomfortable about the very injustice of their situation 

and this increased their inner turmoil and stress.  

 

Parents experienced different time trajectories when seeking a formal diagnosis of an 

ASD for their child depending upon the conditional matrix operating in their lives which 

determined the value of gaining a specific diagnosis. The earliest that any of the children 

in this study was formally diagnosed was at the age of two years.  This child belonged to 

a family who already had another older child previously diagnosed with an ASD as 

evidenced in the category from the beginning. With their experience of the first child with 

an ASD, this family were already alerted to the need for timely and accurate diagnosis so 

that intervention could occur at the earliest possible time. By contrast, another family in 

the study waited until their child was fifteen years of age before a formal diagnosis of an 

ASD was made. This child belonged to a family who had been given multiple, 

differential diagnoses for their child’s difficulties.  The parents initially chose to accept a 

less serious diagnosis for their child’s difficulties in his earlier years because his needs 

were being met in a particularly ‘inclusive’, private primary schooling environment 

where specific labeling to gain services was not needed. The school also allowed the 

parents to bring in their own privately funded intervention team so that successive, 

individualized education plans could be put in place for the child over the course of the 

child’s primary education. This experience contrasted sharply with what the parents 

found was on offer in the high school sector. The child, by then an adolescent, attended 

two separate high schools in both the private and public system but eventually had to 

leave both schools because of the bullying he received in both contexts. In response to 

this, the parents sought the option of home schooling through the DET Schools of 
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Isolated and Distance Education (SIDE) but a formal diagnosis was needed to access 

such a state schooling service. Hence, both families’ circumstances and the consequences 

of those circumstances determined the type and length of course taken to gain a formal 

diagnosis of an ASD for their child. 

 

In summary, most parents in this category of experience found that they endured an 

iterative pathway toward an eventual diagnosis of an ASD.  There was often some 

question in the minds of the parents regarding the accuracy and value of the diagnosis of 

an ASD. This served to both frustrate and elongate the process of eventual diagnosis.  

There was also a growing understanding in parents that alternative diagnoses allowed 

access to different types and levels of intervention services.  Parents sometimes tried to 

manipulate the diagnosis to gain access to the most appropriate educational intervention 

available for their child. Over the four sub-stages of Beginning Battle, parents gain an 

increasing awareness that the external context is not necessarily understanding or 

accommodating of the differences found in their child with an ASD.  Parents also find 

that the external context does not have proper processes in place to diagnose quickly and 

accurately children with an ASD in order that they may access early intervention in the 

timeliest manner possible.  

Conclusion 

It will be remembered that the central research question that guided theory generation 

was: ‘How do parents deal with the education of their children with an ASD over time?’  

The overall proposition generated with regard to this question is that parents deal with the 

processes involved in educating their child with an ASD over time by seeking 

progressive fit and in doing so they progress through four stages. This chapter has 

detailed the central elements of the first of these stages. The next chapter now details the 

central elements of the second and third stages concurrently in relation to the early 

intervention (EI) years. 
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Chapter Six: Stages Two and Three - The Early Intervention Years 

 

This chapter continues to develop the theory generated from the central research question 

‘How do parents deal with the education of their children with an ASD over time?’  As 

previously noted, the theory generated from the analysis of the data gathered is that 

parents deal with the education of their child with an ASD over time by seeking 

progressive fit and in doing so they potentially move through four stages.  The four stages 

of the social process are designated as follows: Stage One – Beginning Battle, Stage Two 

– Waging War, Stage Three – Strategizing Solutions and the final stage – Framing 

Futures.  As previously explained, the four stages, while sequential, are also at times 

indistinct and iterative, where parents may experience two sub-stages at once or revisit a 

stage depending upon the conditional matrix (Strauss & Corbin, 1990) operating in their 

lives at the time.  

 

The previous chapter, Chapter Five, presented a detailed exposition of Stage One 

(Beginning Battle). Chapters Six, Seven and Eight explain the experiences of the parents 

from the time of early intervention to the latter stages of the formal schooling process and 

immediately beyond. Chapter Six will now deal with Stages Two (Waging War) and 

Three (Strategizing Solutions) concurrently in relation to parent experience of the early 

intervention (EI) years. Chapter Seven will similarly explicate Stages Two and Three in 

relation to parent experience of the formal mainstream schooling years. Chapter Eight 

will further explain the relevance of these stages in the lives of the parents in relation to 

their decisions to supplement (supplementing) their child’s formal schooling and to 

remove (opting out)  their children with an ASD from mainstream education during their 

formal schooling years. Chapter Eight also explains some parents’ eventual journey into 

Stage Four (Framing Futures), where parents attempt to ready their child with an ASD 

for the looming adult world (transitioning) and seek to redress the imbalance in their 

lives (redressing the imbalance).  

 

As previously explained, Stages Two (Waging War) and Three (Strategizing Solutions) 

have the greatest level of interaction whereby parents move through a series of feedback 

loops in order to strategize solutions to progressively increase overall ‘fit’ (seeking 

progressive fit) for their child with an ASD both within their family and the external 

context.  Some of the difficulties experienced by parents give rise to use of a particular 
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strategy.  However, once learned, parents often re-use a particular strategy repeatedly in 

order to combat other similar difficulties at other times in the educational journey of their 

child with an ASD. For example, some parents initially used the strategy of researching 

in response to difficulties associated with diagnosis. This same strategy, having been 

learned in Stage One, was used subsequently by some parents over the educational 

lifetime of the child in order to combat the parent’s own ignorance and the ignorance of 

others who were dealing with the education of their child with an ASD over time. 

The Early Intervention (EI) Years: An Overview 

According to parents in the study, early intervention (EI) education generally includes 

many different types of therapies delivered relatively early and deemed to be useful by 

the parents in their quest to help their child learn and improve in all areas of 

development. These included psychological intervention, speech therapy, occupational 

therapy, physiotherapy, social skills programs, specific academic programs, drug 

therapies and so on.  In the words of the parents, there is often little difference between 

‘therapy’ and ‘education’: 

               In the sense that both are concerned with increasing the ability of the 
individual to gain skill in negotiating the world, ‘therapy’ and 
‘education’ are very similar. The external ‘therapy’ has served to 
maximize the educational progress of our son in many different 
areas.  In the early years there was little if any difference between the 
two. In terms of some forms of early intervention the two occur 
simultaneously.  For example, occupational therapy seeks to improve 
gross and fine movement but also improves handwriting and 
comprehension (2). 

  

                I suppose it is all about learning.  Therapy is about how a person can 
get the best effect out of their body or their senses then it might be 
educational. If a therapy is about dropping medication then I suppose 
it is not directly educational, though it may be an educational enabler 
(3). 

 

               And so therapy is a supplementation to school, but I think that 
therapy is just as capable of offering your child education as 
education is just as capable of offering your child therapy. A school 
should be able to offer whatever is needed and therapy should be 
able to offer whatever is needed. They are really one and the same. It 
is just the fact that education takes place in a school environment and 
that’s a compulsory thing whereas therapy is something that you 
choose to do (5). 
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Programs used by parents in this study ranged from those that were evidence-based to 

others that were highly experimental.  The resources of the family, both financial and 

otherwise, often determined the choice, quality and intensity of EI undertaken for the 

child with an ASD. Parents indicate that the division between EI and schooling is blurred 

and is not necessarily a distinct time phase just inserted before formal schooling occurs. 

For most families supplementary intervention occurred alongside the formal schooling 

experience over many years. Parents found that EI offered by government-funded 

agencies occurred prior to and during the kindergarten and pre-primary years and this 

intervention reduced substantially when the child entered Grade One.  However, when 

parents could afford it, they often chose to pay privately for intervention services to not 

only precede but also to supplement the formal schooling program of their child with an 

ASD over as many years as they felt it beneficial.  

 

By the time, parents have finally had their child diagnosed with an ASD they have begun 

to realize that the task of educating their child with an ASD will not be an easy one.  

They have already experienced the difficult and often meandering, circuitous pathway 

associated with gaining an appropriate and accurate diagnosis. For most parents this has 

involved a process of researching the situation in order to reduce the time taken to 

receive an accurate diagnosis and to, hopefully, access much needed, appropriate 

intervention services. With diagnosis, most parents assume they will receive ASD 

specific, evidence-based, educational intervention services that will have the greatest 

chance to improve the progress of their child and thereby improve the overall welfare of 

the family.  However, by contrast, parents often find a very disappointing situation 

regarding early intervention services available to their child with an ASD.  In this study 

most parents found that these services were subject to waiting lists, highly competitive, 

expensive, oversubscribed, not necessarily evidence-based, often lacking in appropriate 

intensity, not individually tailored, varying in quality and sometimes discriminatory. 

Policy and funding decisions of individual state and federal governments also affected the 

type and intensity of early intervention on offer and this ground was shifting 

continuously.   

 

In this study three categories of parent experience emerged when parents tried to access 

EI for their child with an ASD.  These categories were based on the different pathways 

traversed by parents and were most often determined by the degree of vulnerability of 

parents’ personal circumstances and the time-period when they tried to access services.  
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The three categories of experience that emerged were as follows: category one – settling, 

category two – improvising and category three – maximizing. Parents in the first category, 

settling, were the most vulnerable and had to settle for what EI services were on offer 

through the government system.  This group initially used the most accessible, least 

intensive of the government-funded services because their circumstances did not allow 

many other options to be researched or funded by them. This lack of personal and family 

resources also affected the length of time taken to gain an accurate diagnosis.  These 

parents, like the other parents in the study, gradually realized that publicly funded 

services were often inadequate and fell short of making much difference in their child’s 

development but were often powerless to change their situation. Out of sheer necessity 

but over a longer period than other parents in the study, these parents did learn to become 

more assertive and strategic in order to advocate on behalf of their child’s needs. 

However, years had passed in the lives of their children before appropriate services were 

gained and parents in this category were regretful regarding the valuable time wasted 

during their child’s earlier years. 

 

Another category of parent experience, improvising, includes a set of parents whose 

children were often difficult to diagnose and these parents subsequently devised their 

own EI programs. These parents had the oldest children in the study and entered the 

system at the earliest time and therefore had the least amount of choice regarding 

appropriate EI for their child with an ASD. They often employed maverick intervention 

strategies and implemented individualized, home-based programs so that intervention 

could occur at the earliest possible opportunity.  Parents in this category realized that they 

could not just rely on either the government or private system to provide an accurate or 

timely diagnosis and the EI that their individual child would need. They set about 

improvising their own purpose-built intervention packages tailored to the individual 

needs of their child irrespective of their diagnosis. This option however, was heavily 

reliant upon family circumstances, both personal and financial, supporting such a 

situation and served to, once again, make the child with an ASD the major focus of 

attention in the family unit. 

 

A third category of parent experience, maximizing, emerged where parents chose to 

maximize their options by using evidence-based intervention on offer both through the 

private and public system. This group chose to research their situation and base the 

majority of their EI plan on evidence-based, educational best practice for children with an 
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ASD. Their research generally revealed that best practice intervention for children with 

an ASD traditionally involved early, intensive, one-on-one, behavioural and psycho-

educational intervention over a number of years. These parents found that such intensive 

intervention was on offer in Perth both privately and, more recently, through the 

Department of Education and Training (DET). However, parents who were able to access 

these two best practice EI options still experienced difficulties that needed to be 

addressed by them. The two sub-categories (home-based and school-based) explain the 

two different experiences of these parents. Both these two options relied heavily upon 

family circumstances supporting the demands of the EI situation chosen and parents had 

to continue to be strategic to ensure that their child’s development was maximized.  

 

Figure 6.1 illustrates an expansion of Stages Two and Three (Waging War and 

Strategizing Solutions) in relation to parent experience of the EI years: 

Stages
2 & 3

Waging War

Basic Social Process

Seeking Progressive Fit

Strategizing Solutions

settling

improvising

maximizing
home-based

school-based

Early Intervention Years

 
Figure 6.1:  Theoretical Representation of Stages 2 and 3 in relation to the Early 
Intervention Years.  
 

In summary, the process of accessing and using EI was determined by the conditional 

matrix operating in the lives of the parents at the time.  Three categories of parent 

experience (settling, improvising and maximizing) emerged during the study of the EI 

phase of education. All categories revealed difficulty in the lives of the parents trying to 
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seek or create appropriate EI for their child with an ASD. Parents developed a host of 

strategies to combat these difficulties to ensure the greatest development in their child 

with an ASD. However, this constant need to strategize solutions added even more 

pressure to the already stressed lives of these families. 

Category one:  settling.  

Only one parent in this study emerged as a representative of this category of experience, 

settling.  Unfortunately, this parent was in the onerous position of having to settle for EI 

services that were only on offer through the government-funded system because of her 

complex family circumstances. The difficulty of gaining in-depth access to such 

vulnerable single-parent families in order to capture their situation has been previously 

documented in the research literature (Higgins et al., 2005) on coping strategies of 

families who have a child with an ASD. Higgins et al. (2005) indicated that there was 

often difficulty capturing an understanding of such families when discussing the 

limitations of their study’s findings. Hence, having only one family represented in this 

category of experience is not necessarily indicative of the extent to which families in the 

ASD community experience this category, but may be representative of their ‘lack of 

voice’ because of their heightened vulnerability and lack of opportunity to explain their 

situation through research.  

 

This present investigation also found that the parent represented in this category of 

experience had the most difficulty participating in the study because of the fragility of her 

demanding circumstances and many appointments for interview had to be rescheduled. 

This parent’s personal circumstances included an estranged husband who had a mental 

illness and a substance abuse problem which exacerbated the difficulties associated with 

educating her child with an ASD and her other two children. This affected the mother’s 

ability to investigate and improve her child’s situation in the areas of diagnosis, EI and 

eventual schooling.  This lack of family resources, especially financial, translated into the 

mother needing to run the family business and being unable to afford private diagnostic 

or EI services other than what government-funded agencies provided. 

 

In the initial instance, this mother reported that she took her child to the State Child 

Health Nurse because she was very concerned about the delays in her son’s development 

as compared to the development shown by her older two daughters at similar ages. The 
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nurse at the State Child Development Centre referred her for more testing which occurred 

many months later: 

               I initiated all of this.  I knew and felt over time … how long it had 
taken to get to see them, six, seven months down the track before 
you go down the track before you go through everything ... and then 
by the time they do their testing and it comes back, and because we 
had the lunch bar at the time (7). 

  

In response to the testing, her son was initially diagnosed with Global Developmental 

Delay and was termed ‘vulnerable’ until he turned five. Government agencies then 

offered a small of amount of therapy as described by the parent below: 

               I went to therapy over in East Perth, Lord Street, a big therapy centre 
over there. And he (son with a suspected ASD) got involved in things 
like SPOT which was speech, physiotherapy, occupational therapy 
and there would be groups of us.  We would have individual sessions 
but not like what you get for early intervention for Autism. They 
would only be once a week, like a Tuesday afternoon (7). 

 

It was not until a couple of years later when this parent was at crisis point caring for her 

child and supporting her other two daughters, that she went in desperation to her local 

family General Practitioner (GP) for emergency help. With the advocacy of her GP, she 

was then able to access a far more specific diagnosis and a more appropriate level of 

intervention at the State Child Development Centre to help address her son’s needs as 

evidenced below:   

                I’d had a gutful and I went to my old family GP and he was 
gobsmacked at what I was being left to deal with, with Bob (son with 
a suspected ASD). So he got onto the State Child Development 
Centre and the social worker and they had a big meeting without me.  
(Name of paediatrician) was head of the Child Abuse Unit at 
Princess Margaret as well, well he was back then. He wanted to 
know immediately and wanted something done. So all of a sudden 
people were making appointments for Bob because he couldn’t 
believe that Bob had not been referred to anybody and not been 
referred for a diagnosis and he just went straight to the top and I was 
given an appointment with (name of paediatrician) (7). 

 

This parent’s difficult situation had precluded her from being able to access a more 

appropriate, timely diagnosis and EI for her son.  It was not until the child was nearly five 

and in preprimary that this parent was finally given a diagnosis of an ASD and was able 

to access a much greater level of more appropriate, ASD specific, ‘early’ intervention 

through the government system for her son. During this scenario, this parent witnessed 

her GP’s advocacy regarding her son’s situation and realized by his example that she 
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would have to become much more assertive in order to advocate for her son’s 

intervention needs. This recognition and subsequent use of advocacy for her child with an 

ASD was evident in the actions of all of the participants in the study, however, the time 

that it took for this strategy to be used by the individual participants was variable. As was 

evidenced in Stage One, The Battle Begins, the parent’s trajectory of awareness was, once 

again, directly related to the nature of the personal circumstances operating in their lives 

at the time. 

 

To illustrate, to increase the EI options available to her son this parent decided to 

elongate the time her son spent in the pre-primary years against the advice of the 

principal of her son’s school. She understood that access to the type of government-

funded ASD specific, EI services she was finally receiving would finish when her child 

began formal schooling in Year One.  Hence, she purposefully insisted that her son repeat 

his pre-primary year. This then enabled her son to continue accessing a much greater 

level of ASD specific intervention for one more year. This is evidenced in her words 

below:   

               Then when the Autism diagnosis came in I then started getting 
(increased therapy) … we agreed … and it took a bit of fighting on 
behalf of (name of school) they don’t like to keep a child back. Once 
Bob (son with an ASD) went into Year One he was going to speech 
with (name of state-funded intervention service provider) and I felt 
the benefit of him repeating pre-primary and me still picking him up 
at lunchtime and him having speech, OT and physiotherapy at home 
far outweighed his academic needs. I said to (name of primary school 
principal), ‘Well no, I don’t see the benefit if he can get all of this 
therapy now that he has been diagnosed that is what I want’.  So Bob 
did not do full time pre-primary until the second year of pre-primary 
in the last term (7). 

 
Over time, this parent learned that to gain desired services she had to become strategic 

regarding her son’s situation and not rely solely on the expertise of others deemed to have 

more experience than herself in these areas.  This is evidenced in her words below:   

               And this is where people like me, this is not a woe begone thing, but 
this is part of what we are here for, if you don’t have the funds to go 
private and get the help then you do struggle. You have to actually 
become difficult (7). 

 
This parent recognized, somewhat later than the other parents in the study, that the 

personal qualities of assertiveness or being ‘difficult’ were necessary when trying to gain 

the best of government services, EI or otherwise, for her child.  This was also the 

beginning of this parent developing more independence and confidence when advocating 
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on behalf of her own situation. However, this parent’s situation precluded her from 

having the time or opportunity to research her situation much further. It also precluded 

her being able to afford private diagnostic services and private EI therapies that were 

available to other families represented in the other two categories of experience in this 

study. While this particular parent did not have the opportunity to research broadly her 

situation, she intuitively knew that the timing of early intervention was very important to 

her son’s development. She also understood that the delay in accessing appropriate, early 

intervention had affected her son’s ability to maximize his gains from the ASD specific 

intervention given.  Parents in all three categories of EI experience similarly sensed 

valuable time passing both intuitively and through their understandings of the EI research 

(Birnbrauer & Leach, 1993; Green, 1996; Howard et al., 2005; Lovaas, 1987; Magiati et 

al., 2007; McEachin et al., 1993; Roberts & Prior, 2006; Vismara & Rogers, 2008).  

 

To summarize, parents in the category of experience of settling began their journey with 

their child in the most vulnerable of situations. They did not have the time or the personal 

resources to investigate broadly or gain the most accurate or timely diagnosis or 

appropriate EI at the earliest time.  However, these parents did learn by example, but 

more slowly, and did become more assertive in order to advocate on behalf of their 

child’s needs.  They also gradually developed independence and confidence in their 

ability to increase the EI options available to their child with an ASD.  This illustrates the 

iterative cycle operating between stages two and three, whereby parents experience 

difficulties in stage two (Waging War) but develop strategies to overcome such 

difficulties in stage three (Strategising Solutions). This category of parent experience 

exemplified parents’ ongoing involvement in the basic social process of seeking 

progressive fit for their child with an ASD. 

Category two: improvising. 

Two families emerged in the category of experience of improvising when trying to 

undertake the process of EI for their child with an ASD. The children in these two 

families were the oldest in the cohort of children in the study and entered the system at 

the earliest time.  Both families in this category of experience also gained an ASD 

diagnosis for their child much later than did other participants in the study.  The parents 

in this category, in particular the mothers, set about trying to research, gain or construct 

intervention strategies to directly target the individual profile of their child mainly on 

their own. Unfortunately, for these parents, there were limited ASD specific EI options 
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on offer through either the government or private system during the period when their 

children were very young and in need of EI services. Once again, the conditional matrix 

the parents found themselves within determined their courses of action over time.   

 

In the case of the two mothers in this category, it is important to note that they both had 

university-educated backgrounds.  They were therefore in positions of relative strength 

compared to other participants in this study regarding the perceived possible courses of 

action available to them.  Both parents were aware that this background afforded them a 

greater strength and confidence to employ maverick strategies outside of those offered by 

the generic government or private system at the time when they desperately needed early 

intervention services.  As evidenced in their comments below, both parents seemed to be 

aware of this strength and their ability to use it to help their child with a potential ASD:  

               If you have the advantage of having an educated mind and you know 
that these resources are available to you … that is where my librarian 
background came in handy too … all you can do is educate yourself 
as much as possible.  Think about your child and his needs, what of 
all these things that you read is going to work for you and your 
situation as well as the child (4). 

 
               I feel having a background in education has somewhat helped me 

because I have been able to foresee the academic skills that my son 
would need to be able to cope with mainstream high school and 
beyond … I have also felt more confident in some educational 
settings than I would have if I had not been a teacher. I have been 
able to tap into the latest educational research through the studies 
that I have undertaken … This has helped me greatly to keep abreast 
of cutting-edge research in the area (2). 

 
It is also important to note that these parents were the same ones who eventually took the 

further and future step of home schooling their children with an ASD.  Hence, their 

personal backgrounds and experience with early intervention served to fuel their 

developing independence and confidence regarding accessing or creating their own 

appropriate and specific education for their child with an ASD over time.  These parents’ 

choice of EI was based upon their ability to have the time and the financial resources to 

research and devise their own EI strategies. 

 

One of the parents in this category of experience explained that her ability to implement 

early intervention for her son was hampered by the difficulty she experienced gaining an 

accurate, early diagnosis.  She initially began with external generic services prior to her 
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son’s diagnosis with an ASD but found them to be variable in their ability to target her 

son’s needs.   

               The school told me to take him to see (name of occupational 
therapist). Paul (son with an ASD) went to (name of occupational 
therapist) and he had tantrums when she tried to get him to cut out 
and work on fine motor skills and blocks.  She had a gymnasium and 
she held out and if he did this and this he could go in the gym and on 
the trampoline.  That sort of worked but then it got to the point where 
he only wanted to go in the gym.  He started to throw things at her 
and belting her if she wanted him to colour in or do anything crap 
like that (4). 

 
Unfortunately, occupational therapy only occurred for her son after formal schooling had 

begun and after her son had been diagnosed with Dyspraxia prior to his ASD diagnosis. 

This lack of an accurate diagnosis made the provision of appropriate EI problematic for 

both the parents and the professionals dealing with the child with a suspected ASD. 

 
This same parent indicated that most strategies associated with EI focused upon 

ameliorating the individualized deficits of the child with an ASD.  However, after her 

son’s ASD diagnosis was confirmed, this same parent began to see that there were 

difficulties not only with her child’s situation, but also with his surrounding context.  She 

was continually dealing with ignorance regarding her son’s behaviour. In response to this, 

she decided there was a need to educate others about her son’s situation in order that the 

surrounding context would be supportive and accommodating of him.  This need to 

educate others occurred on a number of public and schooling fronts as evidenced in the 

parent’s comments below:   

               But I actually did do something … when I found out about 
Asperger’s Disorder I got a one page thing off the net that said what 
it was and then I photocopied it and put them in my handbag.  If he 
(son with an ASD) ever had a tantrum in a supermarket, on the few 
occasions that I would take him … he had a beauty down at Target at 
(suburb name) when he was about ten. And of course, you see a nice, 
normal good looking boy having a tantrum people are going to come 
up and tell you how you should be raising them. So I just take out my 
little thing and at the bottom I used to write if you have any further 
questions please ring me.  And I actually had a couple of people ring 
me and apologize. They would say, ‘We’re really sorry, we didn’t 
know about this and how is Paul (son with an ASD)?’  I would burst 
into tears on the phone and they would burst into tears at the other 
end (4). 

 
Another front where this parent needed to educate others occurred in the common social 

situation of attending church as explained below: 
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               In the church that we went to, when he was first diagnosed, I wrote a 
little article in the Parish newsletter about Asperger’s Syndrome and 
so many people came up to me, ‘We didn’t know anything about this 
… that really explains why Paul (son with an ASD) is the way that he 
is.  We always knew he was different’.  And the older ladies would 
say, ‘We thought he was a bit funny but we didn’t quite know what it 
was’.  And I said in the article that he liked knock, knock jokes, and 
at that stage he really thought they were a hoot.  People would come 
up every Sunday with a knock, knock joke for him. And then, a 
couple of years later, I wrote a follow up about how he was going 
and so on (4). 

 
This same strategy of needing to educate others was also utilized when this parent was 

dealing specifically with the education of her child in his earlier primary years.  This 

situation is evidenced below:  

               … the diagnosis was there but the knowledge and the experience 
wasn’t. There was good-will but there was no knowledge and no 
experience. And so no-one really knew what to do with these kids … 
No one really knew how to write an IEP (individualized education 
plan) for a child with Asperger’s. That is what it came down to, I 
think. At the IEP’s there was me, the principal, the teacher and the 
education department psychologist.  At the first IEP the psychologist 
did not even know what Asperger’s was, and it was her first job, and 
I had to tell her what it was. That was in Year Three. Well I just 
talked, I just gave mini-lectures on what Asperger’s was and what 
needed to be done, what he could and couldn’t tolerate ... how they 
can get around it. There wasn’t really any alternative at that stage (4). 

 
To combat the lack of knowledge and experience of the surrounding context, this parent 

continually used the strategy of educating others repeatedly. The employment of this 

strategy served to improve her son’s quality of life in both public and educational 

situations. 

 

The other parents in this category of improvising similarly entered the system earlier than 

other parents in the study did and had a late ASD diagnosis given to their child.  Their 

child was not diagnosed officially with an ASD until he was 15 years of age.  This child 

had received differential diagnoses of a receptive, expressive language disorder and 

Autism at the three to four year old mark but the parents registered the double-edged 

sword of labeling and chose to accept the lesser diagnosis of receptive, expressive 

language disorder because no specialized ASD services were available at that time.   

Recommendations for therapy included speech therapy and a generic, early educational 

intervention program. Both therapies proved to be hampered by a general lack of 

knowledge and experience regarding how to deal successfully with a child with a 
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potential ASD. Like the previous parent, these parents were continually dealing with 

ignorance on many fronts, including their own, and had to improvise their own EI 

situation to improve their situation for their son. This general lack of knowledge is 

evidenced in the words of the mother below: 

               It was difficult for the speech therapist to engineer the interaction in 
ways which would motivate compliance in my son. It must be 
remembered that these speech therapy sessions were occurring only a 
few years after the use of the applied behavioural analysis model of 
behaviour modification had been researched by Ivar Lovaas in 1987.  
More successful ways of dealing with children, like my son, had not 
yet filtered through the system at this time. So, we were all left 
groping in the dark to find ways to keep my son on-task and learning.  
My husband and I could see that with each passing day that he was 
getting farther and farther behind the development of his peers (2). 

 

In response to this situation, this mother explains below how she decided to ‘pick the 

eyes out’ of the generic programs on offer in order to maximize the development of her 

son: 

               Speech therapy was eventually organized through the state system.  
Often the sessions were quite torturous for all concerned. The 
therapist was unsure how to handle my son’s behaviour and it 
became a battle of the wills on a weekly basis. I could see that the 
sessions offered little for my son but I was desperate to receive any 
help at all.  It did alert me to some wonderful language games which 
could be borrowed from a toy library for children with special needs. 
This was probably the most help that I received from this source. I 
worked regularly and persistently with my son on these games and 
because of his excellent rote memory he was able to achieve some 
good success with them (2). 

 
This parent was able to draw from the speech therapy program those aspects that suited 

her son’s profile and target his deficits more efficiently. This targeting of the individual 

profile became a growing way of operating for parents in this category and this process 

was subsequently used when home schooling was eventually undertaken in later years.  

All parents in the study eventually developed this skill to ensure that they maximized the 

progress of their child with an ASD although some took longer than others did to develop 

this strategy. This was dependent upon a parent’s personal awareness and the particulars 

of the conditional matrix operating in their lives (Strauss & Corbin, 1990).   

 

In their quest to find targeted early intervention, the second set of parents in this category 

also accepted a place for their son in an experimental, generic early intervention program.  

According to the parent, this option was flawed from the beginning because there were 
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too many children in this group who had other difficulties, both physical and intellectual, 

which hampered her son’s chances of gaining any real targeted help: 

               … we were to take our son to a school which had a purpose-built 
early intervention program.  We were told there were to be a team of 
specialists in speech, occupational therapy, physiotherapy and 
special education who would be able to help our son with his 
development. As desperate parents we assumed this was something 
which had been done successfully before. Unfortunately, this was not 
the case. Even though there was a relatively small ratio of students to 
the teacher and her aide, there were too many children in the group 
with very high physical needs.  Many of the children were not toilet 
trained and at least one of the staff members was absent most of the 
time addressing these needs. Therapists appeared at different times 
and took the children to other parts of the school for therapy and 
assessments. Often the children looked distressed and frightened 
when leaving the class with someone they did not know very well. I 
did not feel comfortable leaving my son alone in this environment, as 
he was only three and a half and had very poor communication skills 
(2). 

 
This parent assessed the inadequacy of the situation and in response to this decided to 

‘bridge the gap’ herself by becoming her son’s aide and thereby, provide the level of 

support needed for him to gain any progress from the program on offer.  She explained 

this process in the following way:  

               It became obvious that it was an experimental situation and that the 
children were there to see if such a situation could be helpful. I could 
tell even at this early stage that my son needed one-on-one 
intervention for learning to take place and he was not going to get it 
in the early intervention environment provided for him.  I organized 
to stay with my son during these twice-weekly sessions with the idea 
that he would hopefully, get something out of it (2). 

 
This requirement by parents to ‘bridge the gap’ in services also occurred frequently in the 

experiences of other parents in this study across the education process where appropriate 

and specific support was not provided for the child with an ASD and subsequently, had to 

be provided by the parent.  

 

After the relative failure of external EI programs the parents in the second family used 

the strategy of improvising with their son as explained by the mother below: 

               … the system was unable to give a clear and successful learning path 
to children like my son and time ticked away mercilessly in the 
meantime.  As other children were gaining ground daily we knew 
Kim (son with a suspected ASD) was stagnating, if not regressing.  In 
desperation, my partner and I began to realize the system was to be 
of limited use in terms of its ability to help our son. We were, to a 
large extent, on our own. We had given the system enough time and 
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it seemed hooked on assessments and short on actual help in 
addressing my son’s difficulties … it actually freed us to try anything 
and everything to maximize our son’s progress (2). 

 
Like most parents in the study, these parents felt isolated and increasingly responsible for 

their child’s education because of the lack of appropriate and targeted help available to 

address their child’s individual difficulties. In the following quote, this parent explains 

how she and her husband intuitively tried to address their son’s EI needs by creating and 

implementing individualized home-based programs: 

               We tried a number of different ways to increase the absorption of 
language by our son.  We left nursery rhyme tapes playing over and 
over again in Kim’s (son with a suspected ASD) room to help with 
the imprinting of language. We narrated the day’s events endlessly 
so that Kim’s world would be covered by functional language.  We 
joined the local toy library and took out as many language-based 
educational games and puzzles that we could find and insisted that 
Kim play them with us – no matter what his response. We prompted 
his responses endlessly until he did them himself … We taught Kim 
how to read phonemes with the use of home-made flash cards. He 
was already fascinated with the alphabet and numbers so it did not 
take long to teach him the phonetic understanding of letters.  This is 
the way he eventually learned to read, he was one of the few people 
who learned to read before he could talk properly … We used 
computer programs as much as possible.  While in the United States 
we had purchased a computer and bought as much educational 
software for it that we could afford (2).  

 
This experimentation, according to the mother, allowed the parents to work out how to 

target their son’s individual profile by understanding the specifics of his learning style: 

               My partner spent many hours on the computer with our son 
prompting his involvement with these programs. The programs were 
very effective in gaining Kim’s (son with a suspected ASD) interest.  
They provided immediate and reliable feedback for his efforts.  They 
were visually very interesting and appealed to him, especially the 
programs with music, which he seemed especially fond of using. In 
retrospect, they were a fine model for teaching Kim because they 
made him feel very secure in his learning environment. The areas of 
learning were broken into small, sequential steps which he could 
master after as many attempts as needed; they then progressed onto 
more difficult levels when mastery of the previous levels was 
achieved.  It also taught him the use of the keyboard which would 
impact on him positively on his ability to learn to this very day (2). 

 
The employment of a host of maverick strategies permeated this parent and her partner’s 

EI experiences with their son with a potential ASD and allowed them to create a specific 

EI program to target his individual learning style. It should be noted that this category of 

parent experience with EI reveals, once again, how the conditions operating in parents’ 
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lives can affect their child’s progress. In particular, in this category of improvising the 

attitude and background of the parents, the level of financial support available and the 

type and intensity of engagement with the educational context all served to improve the 

educational progress of these children over time. This contrasts directly with the 

experience of the parent in the category of settling who had a much less favourable 

conditional matrix (Strauss & Corbin, 1990) operating and therefore found it much more 

difficult to have the time or opportunity to maximize the educational progress of her child 

with an ASD over time. 

 

In summary, parents in the category of experience of improvising sought to provide EI 

that would ‘fit’ their child’s specific educational needs mainly on their own. These 

parents used a host of creative strategies to combat the difficulties associated with 

gaining appropriate EI for their child with an ASD. The nature or the parents’ personal 

backgrounds and the iterative process of interaction between Stages Two (Waging War) 

and Three (Strategising Solutions) allowed these parents to develop certain skills to help 

their child over time.  Like the experience of the parent in the previous category, settling, 

these parents learned to become more independent and confident over time regarding 

addressing the EI needs of their child. All three categories of The Early Intervention 

Years are somewhat indistinct in that parents often experience similar frustrations and 

difficulties; however, their individual circumstances determine their level of ability to 

deal successfully or otherwise with such difficulties.  

Category three:  maximizing.  

Three families in this study emerged in the category of experience of maximizing.  These 

families tried to maximize their EI options by seeking to gain best practice, evidence-

based EI for their child with an ASD that would ‘fit’ their child’s educational needs more 

readily.  These families were able to access ASD specific early intervention at a later 

time-period than were parents in the previous category, improvising.  All three families 

were able to approximate best practice EI through use of a particular private EI service 

provider. The process of using such a service, however, was somewhat problematic and 

parents had to, once again, strategize to maximize the EI options available for their child 

with an ASD in this category. The experiences of these parents is explained in sub-

category one, home-based.   The parent of the youngest child in the study was also able to 

access a newer government funded, ASD-specific, intensive, evidence-based, EI through 

the public system. This showed that opportunities for families who were seeking best 
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practice EI for their child with an ASD in WA had improved over time. However, even 

this parent still had considerable trouble finding and gaining entry into this publicly 

funded EI option and had to work out ways to combat such difficulties as evidenced in 

sub-category two, school-based. 

Sub-category one:  home-based.   

Like all parents in the study, the parents in the sub-category of experience, home-based, 

felt a sense of urgency and desperation about their situation as they registered valuable 

time passing. They found that many of the government EI services on offer were 

oversubscribed, competitive and had waiting lists and that any government funding for 

intervention dropped dramatically when their child with an ASD began Year One. One of 

the parents in this sub-category described the beginning of her EI journey in the 

following way: 

               There was nothing available when we first started looking into in-
home therapy. We heard a lot about it. I rang (an Autism association) 
and they couldn’t offer me anything … a waiting list of eighteen 
months or something like that. I thought well I have just got my son 
diagnosed and the first thing that you want to do is help them, and 
help them learn. Your hopes are that you want them to go to school.  
I want them to do this and I want them to do that.  It is just normal.  
There was just nothing out there. The only other thing was through 
the psychologist. The psychologist recommended that I contact this 
lady which is now (name of private EI provider). Then it wasn’t 
funded so that was a privately funded organization (6).  

 

Parents rapidly realized that if they wanted to maximize their child’s early intervention 

options they would need to investigate what best-practice EI options there were for their 

child with an ASD.  Fortunately, these parents’ situations allowed them to have the time 

and the opportunity to research their situation and base their EI program on evidence-

based, educational best practice for children with an ASD. In relation to the process of 

research influencing early educational intervention decision-making, one of the mothers 

in this category of experience commented: 

               … but especially the home programming stuff and the additional 
stuff, very much so. I spoke to other people, but also I got out every 
book that I could on the topic and then went through all of the 
references at the back of the books and got the libraries to order me 
in all those references and just read and read and read. It also is a bit 
of gut feeling I think about what you can see. It is obvious that if a 
child isn’t able to focus and attend then they need to be doing one-
on-one work.  Some of it is just pure common sense (5). 
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Hence, through a combination of research, speaking to others and common sense, this 

parent was able to make an informed decision about what best practice early, EI plan 

would best ‘fit’ (seeking progressive fit) the needs of her son with an ASD.  The 

awareness shown by the parents in this sub-category contrasts with the lack of awareness 

shown by the parent in Category One, settling, who did not have the time or opportunity 

to understand this process or have the resources to privately supplement her child’s early 

intervention program. This, in turn, increased the vulnerability of her child’s educational 

circumstances and reduced dramatically the mother’s ability to maximize her child’s 

educational options in a timely manner. 

 

The parents’ research, formal or otherwise, generally revealed that best practice EI for 

children with an ASD involved the following recommended elements. It should be 

conducted as early as possible over a number of years, be intensive (up to 40 hours per 

week), be generalized over as many environments as possible, be one-on-one, and be 

based on behavioural and psycho-educational principles (Birnbrauer & Leach, 1993; 

Eccleston, 2005; Francis, 2005; Green, 1996; Howard et al., 2005; Howlin & Rutter, 

1987; Lovaas, 1987, 2003; Magiati et al., 2007; McEachin et al., 1993; Myles, 2005; 

Roberts & Prior, 2006; Smith, 1996; Smith & Lovaas, 1998).  This research translated 

into an eventual search by parents for an EI program that incorporated the features of 

both Applied Behavioural Analysis (ABA) and Discrete Trial Training (DTT). A recent 

study (Roberts & Prior, 2006) commissioned by the Australian Government Department 

of Health and Ageing, that reviewed the current research to identify the most effective 

models of practice in early intervention for children with an ASD, confirmed that current  

recommended best practice is as follows:   

               The most systematic evidence available has come from evaluations 
of intensive behaviour intervention programs, such as The Lovaas 
program which uses Applied Behaviour Analysis (ABA) including 
Discrete Trial Training. … To be successful EI needs to be extensive 
and intensive.  A minimum of 20 hours a week over two or more 
years is essential for young children to make major gains (p. 3). 

 

Parents in this sub-category of experience realized through their own research that most 

of the government-funded services that were on offer did not provide the type or intensity 

of intervention recommended in best practice programs at the earliest possible time. For 

example, in 2008 the Autism Association of Western Australia was only funded to offer 

parents two sessions a week, comprising about four hours of contact time when 

occupational therapists, speech pathologists, psychologists and therapy assistants provide 
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intervention programs (Caudie, 2008).  Parents found that only one private service 

provider at that time potentially offered the type of EI recommended in best practice 

programs when these parents were trying to access best practice EI for their child. In this 

program, parents were expected to use their home as a base for EI therapy and subsidize 

financially the process wholly or partially themselves in order to approximate the 

intensity needed in best practice models. Parents in this sub-category of experience who 

wished to use such private services in its earliest years found that it did not attract 

government funding at all.  It was only in its latter years that the particular EI service 

provider became accredited and a small amount of the intervention then became available 

to parents at government cost.  

 

It has been reported that some families in Australia are presently spending up to $60,000 

per year of their own money to cover the cost of the intensive therapy needed in best 

practice models of EI for their child with an ASD (Eccleston, 2005).  One of the mothers 

in this category of experience described the difficulties trying to afford the program in the 

following way: 

                I would try to keep to that regime so if you got at least four hours a 
day, and that was all that I could really afford. If I could afford more 
I would have got him more, if we had more money. We didn’t have a 
great deal of money spare at the time.  It was very expensive. You 
have to pay for the program. I did all of my own resources. They told 
me what they would need and I would just make them up. I figured I 
could save costs that way. Otherwise, you would have to pay for that 
as well. There weren’t really a great deal of therapists available. 
Some of them were just charging whatever they wanted. That was 
about eleven years ago. I think at the time it was $15.00 per hour for 
a student therapist and $35.00 per hour for the actual woman who 
wrote the program. So it was $30.00 for two hours and $70.00 for 
(name of program writer) (6). 

 

Parents in this sub-category of experience also indicated that if they wished to reclaim 

any of the cost of this ABA/DTT therapy from their private health insurance providers 

they were often met with resistance. According to the parents, private health insurance 

providers often conveniently categorized the therapy as an educational rather than 

medical intervention even though the program was most often delivered or overseen by 

psychologists.  A parent in this study commented about this situation in the following 

way: 

               Health insurance funds have always been unreliable in their 
payments toward educational interventions, so as parents we were 
often forced to cover most of the costs ourselves.  We did not have 
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time to fight the system or the government to insist on more funds to 
help the development of our child – even though these funds would 
eventually serve to reduce the burden on the public purse in future 
years.  It is well known that increasing the competency of a disabled 
person reduces the amount of support they will need over their life-
time. Research has shown, especially in the area of Autism, that 
intensive early educational intervention can dramatically increase the 
competency level of many disabled individuals (2). 

 

Hence, parents’ already vulnerable situations were exacerbated because funds had to be 

continually gained to cover the cost of much needed therapies, including the ABA/DTT 

best practice EI program. Presently in the United States some individual states have laws 

mandating that insurers cover behavioural therapy and medical costs of children with an 

ASD (Autism Speaks, 2008, October 19).  

 

Parents in this sub-category of experience also found that there were not only difficulties 

with the funding of the ABA/DTT program but also with ensuring that the quality of the 

program delivered to the child with an ASD remained consistently high. To illustrate, one 

of the mothers in this sub-category commented upon the difficulties of implementing and 

maintaining such a home-based program: 

               Different therapists would come in the morning to the ones in the 
afternoon. Some would say that they would come and they didn’t 
come. They don’t ring or they would ring at the last minute. So I 
would then fill in the gap. I tried to keep to that schedule. He had 
only just turned three, I could see some improvements almost 
immediately, but it was trying to keep up that regime. That was the 
hard part. And when people didn’t turn up for whatever reason, they 
were sick or they were on holidays or they didn’t even bother to 
come.  They weren’t on any sort of contract or anything.  They were 
part of (name of private EI provider) at the time and most of them 
were students (6). 

 
Like parents in the previous category of improvising, this parent also felt the need to 

‘bridge the gap’ herself and become involved in the program by providing therapy to her 

child when therapists failed to show up. She also learned to ‘pick the eyes out’ of the 

therapists who came in order to maximize her child’s EI options. She commented upon 

this process below: 

               Some of them (therapists), they were all trained by her (head 
therapist) and then I wanted to be trained. You had to pay for that.  
John (husband) never really got involved … I pretty much did all of 
it.  Yes, so once I became more confident I started to do more.  And 
if I knew there was a therapist who was stringing me along and 
coming whenever she felt like it I would tell her not to come.  I sort 
of narrowed it down to probably about two or three that I could rely 
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on. It was too disruptive. Some of them didn’t even bother to ring 
and tell you they were not coming.  They just didn’t show up until I 
rang them to say, ‘Aren’t you coming today?’, ‘Oh no, I’m sick.’…. 
I would rather have people that I knew were reliable, know their 
stuff, come in and do their job and go. That is all that I wanted (6). 

 
One of the youngest parents in this sub-category of experience also made similar 

comments about the lack of consistency in the quality of delivery of the home-based 

program delivered to her son: 

               I had a few problems with (name of private EI provider). Just 
because the consistency was going out the window, and consistency 
to me was more important than having thirty hours a week of therapy 
with a lack of consistency there … quality in the programming, 
you’ve got to be consistent with the programming.  Like with (name 
of private EI provider) I would have three therapists coming through 
and one would let him get away with one thing, the other wouldn’t.  
It’s just not going to work, everyone has got to be on the same page 
otherwise the therapy is just not going to work for you (1). 

 
Her response to this was to continue to maximize her son’s EI options by seeking a 

position for her child as well in the newly formed, Department of Education’s (DET) 

Autism Units to supplement the program already operating. This option was not available 

to the other parents in this sub-category as this DET option did not exist at the time when 

their children were of an age to access such services. 

 

All parents in the study indicated that from the beginning there had been a re-

organization of family priorities in response to their child with an ASD being in the 

family. Most often, the needs of the child with an ASD regularly took precedence over 

the needs of the rest of the family. Families experienced an ongoing imbalance in the 

resources taken to address the needs of their child with an ASD as compared to the 

resources taken to address other family members’ needs. However, this inequity became 

more formalized and legitimized in this sub-category (home-based) with the introduction 

of an intensive, home-based, privately funded best practice EI program. This often 

translated into a situation where there was a necessary separation of the educational and 

financial roles of the parents in the family. The mothers in this sub-category had the 

major responsibility for the education of their child with an ASD; while the fathers 

supported the family financially in order to subsidize the very high cost of the private EI 

programs. One of the mothers, who eventually had two of her four children diagnosed 

with an ASD described how she orchestrated the difficult and expensive EI process with 

her first son with an ASD below:  
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               Well for Chris (first son diagnosed with an ASD) I would have a 
therapist come in the morning for two hours and a therapist in the 
afternoon for two hours.  At the time, I could only really afford three 
days a week and I did the rest.  In between, I did again two hours in 
the morning and two hours in the afternoon. I fitted it in when Jack 
(second son with undiagnosed ASD) was sleeping, if he slept.  It was 
easier when Amelia (elder sister) was at school so I didn’t have to 
watch her. She was there till normal time. Chris was being toileted at 
the same time, that was going on all the time but I would also set 
aside time where I would take him into a room that I had set up like a 
therapy room and follow the program as well that they had set out for 
me (6). 

 
This mother then went on to describe the increased complexity and expense of the 

process when her second son was also diagnosed with an ASD and her first daughter was 

diagnosed with ADHD: 

              With all that going on with Amelia (elder sister being diagnosed with 
ADHD) and then Chris (first son diagnosed with an ASD) and then 
Jack (second son diagnosed with an ASD) … because we already had 
therapists coming out to see Chris we sort of engaged the same 
therapists to also have time with Jack. There would be days where 
you would have one coming in the morning for Chris and that meant 
he couldn’t have one in the afternoon because Jack was home that 
afternoon so you would have something for him or I would have to 
pick up the vacancies. Still (name of private EI provider) wasn’t 
funded then so I had two kids using their services at those rates. It 
was really (a lengthy pause) … we were still renting (6). 

 

While this separation of roles was a logical process with regard to servicing the early 

intervention needs of the child or children with an ASD, it simultaneously served to 

isolate family members from one another.  It also placed the majority of educational 

decision-making responsibility into the hands of the mother who generally dealt with the 

situation on an ongoing basis.  This then lead to a situation where the mother became the 

family ‘expert’ on the education of the child with an ASD and the needs of the other 

family members often became subordinate to the needs of the child or children with an 

ASD on an ongoing basis. According to the parents in this study, this inequity was 

exacerbated during the time of EI when the time-critical nature and intensity of the 

intervention compelled parents, especially mothers, to ‘hyper-focus’ on the educational 

needs of the child with an ASD.  This ‘hyper-focus’ has been documented previously in 

the research literature where mothers of children with an ASD have been found to be 

over-protective, over-involved and more likely to provide accurate information about 

their child’s disability than others in the family (Ewart, 2002; Konstantareas & 

Homatidis, 1988; Leighton, 1969; Marshall & Long, 2010).   
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According to parents in this study, this separation of roles and ‘hyper-focus’ put extra 

pressure on all family members, who must either oversee and/or implement the program, 

finance the program or subjugate their own needs in life to accommodate the overall 

needs of the child with an ASD. Previous research investigating the well-being of parents 

who have a child with an ASD confirms the difficulties associated with this ongoing 

dynamic: 

               The results from previous research indicated a high level of 
emotional distress for many of the parents including depression, 
anxiety and anger (Gray, 1994; Gray & Holden, 1992). Less 
frequently, parents reported physical health problems, some of which 
may have had a stress related component. Career problems were also 
common with some parents reporting moderate to serious limitations 
on their careers, and others, particularly mothers, denied any 
opportunity for outside employment due to their child’s disability.… 
Both parents were affected by these difficulties; however, mothers 
were especially likely to report severe distress … the degree of 
difference between the mothers and fathers was striking. There were 
several possible reasons for the mothers’ greater distress including 
greater involvement in child raising, increased exposure to negative 
social reactions by outsiders and the absence of employment and an 
alternative role to being the parent of a child with Autism (Gray, 
2002b, pp. 217-218). 

 

Two of the mothers in this sub-category of experience described this hyper-focus and the 

division of roles in the following ways: 

               What I have always tried to do, which can be very tiring, and is tiring 
for the child involved as well, every waking minute can be an 
educational moment for them. You really feel the strong pull that you 
have to make at that as well because you know the time is ticking on 
so it can be a very big burden for a parent to have to feel that … very 
tiring, very overwhelming but you don’t really get a choice to accept 
or reject that.  It is just the way that it is (5). 

 
               And work was his (referring to husband) life basically but, the thing 

was, it was where he felt he was making a contribution.  If he was 
busy working and making the money then that was his way of 
contributing.  I still had to do everything and I am talking about the 
therapy.  In my head I knew how much I had to do now to make … I 
was one of those sort of people who would never have a day off, 
because a day off meant that they would get behind. You start 
thinking like that you know what I mean … You have to make every 
moment count.  Like ‘Look Mum, look at the bird’ … ‘Oh yes, that 
is the bird’, and then you start making a little therapy session out of 
it. Instead of just … it takes over. You begin to think like that about 
everything … finding the learning outcome out of every little 
incident (6).   
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One of these same mothers also identified her own level of burnout during the beginning 

stages of this type of intensive early intervention where she was hoping for a ‘cure’: 

                … that first year when I first got into (name of private EI provider) 
when Chris (first son with an ASD) was newly diagnosed I made it 
my mission to save him. I did it for six months and I was absolutely 
exhausted after that.  That was my first little look into the world of 
burnout … because I was absolutely … I remember I was going to 
my niece’s 21st so I was flying back to Melbourne and I took Amelia 
(eldest daughter) with me and remember thinking that I did not want 
to go back.  I was dreading it (6). 

 

This reorganization of family priorities comes at an emotional cost to all members of the 

family and parents, especially mothers, who can be troubled later by the inequitable 

distribution of time and energy placed into the earlier years of the life of the child with an 

ASD.  One of the mothers in this sub-category of experience commented about this need 

to redress the previous imbalance with other family members, especially siblings of the 

child with an ASD, in the following way: 

               My second son (without an ASD) has homework but he also has a lot 
of after school activities.  And sometimes I think I am now trying to 
compensate for what he missed out on when he was younger so I let 
him do everything and anything. I mean activity, constructive things-
wise.  He is in footy, debating, choir, water polo, all sorts of things 
which normally you might say they can only do one activity.  I think 
it is a compensatory thing, plus he is a capable boy and I want him to 
reach his full potential as well (5). 

 

To further complicate matters, some parents and siblings of the child with an ASD may 

also have other difficulties that do not gain the attention that would normally be given to 

address such issues.  Unfortunately, families with one child with an ASD have a greater 

recurrence risk of siblings also being affected by an ASD than would occur in the general 

population (Jamain et al., 2003).  Studies have also shown that parents themselves, 

especially fathers, may also show milder autistic traits (Briskman & Happe, 2001; 

Scheeren & Stauder, 2008).  A review of studies examining the phenotype of Autism in 

relatives indicates that: 

                Relatives are sometimes affected by difficulties that appear 
conceptually related to autistic behaviors.  These range in severity 
from pervasive developmental disorders to abnormalities in only one 
area of functioning, and possibly extend to related personality traits.  
(Bailey et al., 1998, p. 369). 
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Hence, when another family member may need extra attention there may not be the same 

capacity in the family to do so. This situation places even more pressure on the family, 

especially the mother, to accommodate and support not only the child or children with an 

ASD but also others in the family.   

 

This pressure was evident in a situation faced by one of the mothers in this sub-category 

of experience who eventually had four children diagnosed with difficulties. Two of her 

children were diagnosed with an ASD, while the other two children were diagnosed with 

Attention Deficit Hyperactivity Disorder (ADHD). While trying to implement an 

intensive, EI program with her first son with an ASD she was also aware that her eldest 

child was experiencing learning difficulties at school.  Unfortunately, the lack of time and 

emotional energy on her part left her unable to be as involved with her daughter’s 

situation as much as she felt necessary.  She expressed remorse and regret regarding this 

situation in her comments below: 

               So Amelia (eldest child) was having problems so I started 
investigating that and she was diagnosed with ADHD combined … 
She was about five or six … and we had speech therapy for her.  So I 
was trying to do this with her, thank God she had a really nice 
teacher that year because I don’t think that I gave her any sort of 
emotional support. I don’t think that I spent any close cuddly times 
with her. And I often wonder if that is why she hates me now. You 
have to wonder. All that was happening, there was this little girl who 
probably needed me … oh anyway, I am sure it had something to do 
with it (6). 

 
Parents report that it can be an overwhelming situation and unless families devise ways to 

redress the imbalance they can break under the pressure.  Some estimates put the divorce 

rate for families who have a child with an ASD as high as 80 percent (Schafer, 2006, 13 

June). This same mother explained her situation in the following way: 

               I remember even once there was a point in our marriage where we 
were thinking about separating. I called Disability Services and I said 
that I needed help. I remember up until that point I was doing 
everything. It was probably more so after Sid (fourth child diagnosed 
with ADHD) was born because I always felt very ‘What am I doing?  
I have got three kids I can’t even manage on my own and now I am 
having another one’.  I did, I had a lot of mixed feelings about it …  

 
               Things were not going well at John’s (husband) work, I remember at 

the time. It didn’t mean that he was spending more time at home, that 
wasn’t the case. He was spending a lot of time away from home and 
things were really getting hot then because we were talking about 
school and all that sort of stuff. And that then adds another 
dimension to the whole thing because you don’t really know what it 
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is like until you get into it. So we were having problems and I was 
very close to walking away … I don’t think John (husband) would 
ever leave me. I started thinking that I could do this on my own. I 
don’t need him. In fact, I was thinking actually I would be better off 
because I would get a pension with this … just thinking of those 
things.  I remember that is what I was thinking (6). 

 
In response to this situation, this parent sought to redress the imbalance in her family by 

adopting a number of family saving strategies. Initially, this parent used the tactic of 

seeking external help through the government agency, Disability Services Commission 

(DSC).  This gained the family more funds for respite, cleaning and so on.  However, the 

gaining of such support came only when this parent was at breaking point, no help was 

offered or monitoring of the family situation occurred before this point as evidenced by 

this mother’s comments below: 

               But Disability Services then decided that they would grant us some 
funds … by then I was still paying for certain therapies and I was 
still paying.  Now I started looking at getting respite and I had to pay 
for that out of my own money.  The house was still a mess but the 
funds meant that I would get a cleaner. Little things started to 
happen, not straight away, but the fact that I was able to bring it to 
their attention and they actually did something.  But I had to go to … 
I was ready to walk out at this point (6). 

 

Hence, with the ability to access external support this parent realized that going it alone 

would not have given the family the best outcome.  This realization is evidenced in this 

mother’s following comments: 

               I think it would have been 500 times worse (to be on her own) I think 
because having John (husband) there was much easier than not 
having him there.  When he was away, I knew that he was away and 
I coped quite well.  But you know when he comes back that you can 
relax a little bit … relax is too strong a word … you can share the 
needs that is what I mean.  We didn’t have … it took us a while to 
get our relationship back on track as well, but the fact that I was 
going to be able to get some funds now meant that I could get 
someone into the house to watch the kids so that we could have time 
together.  Because we did not have any family here or nobody was 
really coming over then back in those days.  No-one really wanted to 
come over. So we just had each other to rely on … Things, he started 
to get involved with on that level.  He would always help with the 
housework and he would always help with the baths and he would do 
all the hands-on stuff.  And I am very lucky that he is … and I was 
beginning to be really drained of even giving that to anybody. 
Because I was really finding it hard to do the loving mother stuff.  It 
was just work, work, work, all the time (6). 
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With support, this parent was able to recognize the value of the contribution of her spouse 

and strengthen the family unit. This seeking of external help through DSC and her spouse 

served to redress the imbalance enough to allow this mother to keep her family unit 

together.   

 
To recap, even though parents in this sub-category of experience had potentially one of 

the more favorable situations regarding access to best practice EI for their child with an 

ASD, parents had to once again, overcome many difficulties in order to maximize their 

options. They registered that valuable time was passing while they were seeking 

diagnosis and trying to gain best practice EI for their child at the earliest time.  

Government provided EI options on offer were not necessarily evidence-based or 

delivered in the frequency recommended and waiting lists were common. Therefore, 

parents felt compelled to research the situation in order to find an EI option that would 

best maximize their child’s progress.  Parents discovered that they would need to fund 

such an expensive program substantially themselves. The high cost of the program 

necessitated a reorganization of family priorities whereby a division of roles between 

parents emerged. This process potentially isolated family members and served to 

legitimize the pre-existent inequality of attention given to the child or children with an 

ASD.  Parents redressed this imbalance by using such strategies as seeking external help 

and gaining family cooperation.  The experiences of the parents in this sub-category 

demonstrated, once again, the cyclical and iterative pathway between stages two and 

three of the theory whereby parents continually devised strategies to combat the 

educational difficulties they experienced over time with their child or children with an 

ASD.   

Sub-category two: school-based. 

Only one family in this study emerged in the sub-category of experience of school-based 

and was able to access best-practice EI programs for their child through both government 

and private service providers. This family had the most favourable conditions with regard 

to timing and access to the greatest number of best practice EI options as compared to 

other participants in the study. They had the youngest child with an ASD in the study and 

were accessing EI services at the latest time. They were able to not only  access the EI 

services of a private provider where they utilized home-based best practice, but were also 

able to access EI through a new DET Autism Unit that offered best practice EI at 

government cost (school-based). The Units came in response to research and parent input 
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outlined in the report commissioned by Department of Education and Training, Models of 

Educational Service Provision for Students with Autsim Spectrum Disorder within 

Government Mainstream Schooling (Crosby, 1998). The report indicated that parents 

wanted a government funded, supplementary best practice EI program specifically using 

ABA/DTT that would allow their children to gain skills to cope more successfully with 

eventual mainstream schooling. The program presently caters for approximately 24 

students in total across the metropolitan area and demand for places is very high. The 

program is offered during the kindergarten and pre-primary years across specific school 

sites in the Perth metropolitan area.  

 

One of the initial difficulties that the parent in this sub-category experienced was finding 

out about the existence of DET Autism Units in the first place. While this parent 

understood the principles of EI best practice for her child with an ASD, her knowledge of 

what was currently available in the Perth metropolitan area was variable and these 

options changed rapidly over time.  This parent commented that she only found out about 

the DET Autism Units by sheer chance as their existence was not widely known at the 

time as evidenced below:   

                I would tell other parents about (name of DET Autism Unit) and they 
would say they had never heard of it. And that’s another difficulty 
that for some reason it is not advertised, it is not very available.  I 
found out about it after a year and a half of Adam (son with an ASD) 
doing therapy with (name of private EI provider). One day I was 
discussing schooling with my case manager and I still had a while 
before schooling was an issue with Adam. She said, ‘Have you 
thought about schooling?’ I said that I’d like to send him to 
mainstream if possible and I asked her for suggestions. ‘Is there one 
school better than another or what about some of these special 
schools?’ She said, ‘Oh no, I’d not send him to a special school, only 
(name of DET Autism Unit)’. I said, ‘What is (name of DET Autism 
Unit)?’ And that is how I got to know about (name of DET Autism 
Unit). Had we not had that conversation I would never have got to 
know about (name of DET Autism Unit). It is not written anywhere, it 
is not advertised anywhere. Unless you are getting intervention or 
you have friends that know of (name of DET Autism Unit) there is no 
way of knowing about this school (1). 

 
Hence, unless this parent had questioned others in the system she would not have found 

out about such an option. At that time there was no central or established way of finding 

about all EI options available to parents of children with an ASD. The DET Autism Units 

potentially provided intervention approximating the type and intensity recommended in 

best practice models similar to that offered through the other private EI provider but at 
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government cost.  Hence, this parent felt angry about the lack of communication between 

those providing services and those desperate to receive them and decided to combat this 

by sharing this knowledge continually with other parents: 

               … and that’s why I was so angry and a lot of other people I knew 
with (name of private service provider) I told them about (name of 
DET Autism Unit).  ‘Have you heard about (name of DET Autism 
Unit)?’ They said, ‘What’s (name of DET Autism Unit)?’ I said, 
‘Talk to your case manager because to get into (name of DET Autism 
Unit) you need to go through your case manager. They need to write 
up a report about your child.  You just can’t apply if you are not with 
a provider’ (1).  

 
It is only since 2008 that a yearly Autism Services Directory (specific to Western 

Australia) has been produced by Therapy Focus (a government-funded private service 

provider) to combat this difficulty in dissemination of current information regarding ASD 

intervention services (Lewis, 2008). This Directory illustrates the complexity of the 

decision-making needed by parents when trying to choose and gain intervention services, 

educational or otherwise, for their child with an ASD.   

 

A second difficulty commented upon by this parent was that of gaining entry for her child 

into one of the Autism Units as there was much competition for places.  This parent 

recognized that there was only one window of opportunity for her child to gain entry into 

one of these units and this awareness made her feel desperate as evidenced in this 

mother’s comments below:  

               … because I just knew that you have one chance, there are no other 
chances you cannot enter the program later on because there is no 
program.  That is, you’ve only got the two years and if you miss that 
boat you will never, ever get an opportunity like that again (1). 

 

It also prompted her to become single-minded, determined and relentless in her quest to 

gain her child a place: 

               This might sound very selfish of me but at the end of the day I didn’t 
care as long as my son got in.  And it is only now that he has gone 
through the program that I think, ‘It’s not fair, the way they do this 
and that, there has to be more of this and more of that’. But at the 
same time I was very selfish and I didn’t care because all I wanted 
was to get him through that program (1). 

 
This attitude was especially evident in this parent’s efforts when her child with an ASD 

was initially denied a place at the school and she had to ‘go to the top’ for a change of 

decision. She commented upon the devastation that she felt when she received a rejection 

letter indicating that her son had not initially gained a place at the Autism Units: 
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               … we applied to go to (name of DET Autism Unit) and we got this 
letter.  I remember going to the letter box and opening this letter and 
I was devastated.  Devastated like my entire body was about to 
collapse.  I felt like I was having a heart attack, I couldn’t breathe.  
And I thought, “No, he has to get in, I cannot accept this letter that he 
is not getting in”. So that’s when my fight of my life started, I did 
everything, everything I could possibly do to get him into that 
program.  I went to a member of parliament (1). 

 
In response to this rejection, this mother became even more determined and persisted 

with her goal.  As evidenced in this mother’s words below, she was eventually able to 

gain a place for her son by seeking an appointment with the WA Minister for Education: 

               And I wasn’t getting very far and I went to see a number of members 
of parliament and I really wasn’t getting anywhere. And I thought, ‘I 
can’t fight this anymore maybe he is just going to have to go to 
mainstream kindy’, but I still had this spark in me and I couldn’t take 
‘No’ for an answer.  And eventually through contacts we got to see 
the Minister for Education, and it was fantastic. Sometimes talking to 
people who you think there is no way they can help you – really can 
help you.  And that’s how we got Adam (son with an ASD) into 
(name of DET Autism Unit).… (Name of Minister for Education) 
stepped in and he said that we get this child in or we have another 
school. That was it, that is what he said, Adam got in. I couldn’t 
believe it.  And all that hard work, it was so hard.  But I got notified, 
this is how much time I had, in December that he was accepted into 
school the following year (1). 

 
Even though this parent did eventually manage to gain a place for her son in the Autism 

Units, she was concerned about the difficulty of the selection process as she felt it 

favoured certain types of children with an ASD over others.  It will be recalled that this 

same issue of service providers ‘cherry picking’ particular students was also commented 

upon by parents in the category of assessing value in sub-stage four (diagnosing) of Stage 

One (Beginning Battle) where certain students were chosen over others in relation to 

gaining entry into the Language Development Centres (LDCs). 

 

The 2008 Autism Services Directory (Lewis, 2008) indicates that the Autism Units have 

the following eligibility requirements: 

               1.  Meet the age requirements specified above for kindergarten and 
pre-primary aged students. 

               2.  Have a formal diagnosis of Autism or PDD (NOS). 
               3.  Demonstrate significant delays in communication and social skills 

with peers. 
               4. Have non-verbal intellectual functioning assessed as being within 

the normal range. 
               5. Parents intend the child to attend mainstream Year 1 at the local 

primary school. 
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               6. Parents demonstrate willingness to follow through target skills 
taught in the Autism Units with further practice and application at 
home (p. 26). 

 

According to this parent the fourth requirement of ‘have a non-verbal intellectual 

functioning assessed as being within the normal range’ often translated into those 

children deemed as potentially the most able being given enrolment preference or ‘cherry 

picked’ over others to ensure that the program gained the best results: 

                I actually asked the teachers, ‘What do you mean by intellectual 
disability?  How do you choose who comes into the program and 
who doesn’t? … And they said to me, ‘We wouldn’t take a child who 
you have been working on something for months and months and 
they are not getting it. They are not going to profit from the 
program.’  And that’s another thing about (name of the DET Autism 
Unit) I didn’t like, to continue their program … it’s based on 
outcomes so if they haven’t got wonderful outcomes it will close 
down.  It is a risk of closing down (1). 

 
To illustrate this point this parent further commented upon the inclusion of a very able 

student with an ASD in one of the Autism Units: 

               I keep in contact with some of the Mums who are in their final year 
at (name of DET Autism Unit) and there is a little boy there this year 
who is wonderful. He has got issues but he is talking and he is 
absolutely amazing and I can’t believe they let a child like that in 
when somebody who is not as verbal or has a lot more issues they 
haven’t let in.  They have obviously let this bright little fellow in for 
their benefit as well. As fantastic as the program is, and I am grateful 
that my son got in, there are some little nasty things there (1). 

 
This parent recognized that because there were only limited places available at the 

Autism Units there would be many children with an ASD who would miss selection.  

This parent expressed her disappointment about the lack of social justice in the following 

way: 

               You see this is where I feel that a program like the (name of Autism 
Unit) program should be available to anyone irrespective of whether 
they are verbal or non-verbal – whatever the degree of their disability 
they should be allowed a chance. You have got no idea what that 
child goes in as and what they are going to come out like at the end 
(1). 

 

According to the current Autism Services Directories (Lewis, 2009) DET have recently 

set up 11 early, intensive EI programs for kindergarten and pre-primary students with 

diverse learning needs at  Education Support Centres (ESCs) on a trial basis to combat 

this inequity. The Directories indicate that the ESCs are operating using the same best 
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practice principles of ABA and DTT as those used by the Autism Units. Their goal, like 

that of the Autism Units, is to provide the skills that the child will need when they enter a 

mainstream learning environment. However, the staff student ratio at the ESCs is two 

staff for up to six children.  This differs from the Autism Units where there is a ratio of 

one staff to one child as per best practice recommendations.   

 

According to this same parent cited above, the Autism Units presently provide a high 

standard in best practice EI for children with an ASD in Perth at this time. She was in a 

unique position to compare the DET Autism Units with other private home-based best 

practice EI programs on offer. One of the main benefits of the Autism Units, according to 

this parent, was the consistency and quality of the staff dealing with the child with an 

ASD: 

               I know the quality of education does not exist anywhere else in WA 
– you will not get it. And you have got these fantastic therapists 
coming in, high quality therapists, which are hard to find … I know 
one of the therapists at (name of DET Autism Unit). There is a 
teacher and two assistants and they have been doing it for years, not 
years, when I say years they have been working with children with 
disabilities for a very long time … And I know one of the therapists 
who taught Adam (son with an ASD) in the last six months she was 
originally working with (name of private EI provider). She was 
extremely good, she was very, very good (1). 

 
Other benefits, according to this parent, stemmed from the fact that the therapy took place 

in a school environment. This allowed her son with an ASD to have school-based 

experience in preparation for his transition later to a mainstream schooling situation. It 

also allowed the mother to have some much needed respite from the ongoing demands of 

her situation. The mother in this sub-category of experience commented about these 

benefits below: 

               They are in a classroom situation and you are not at home.  You drop 
the child off and you leave.… Even getting to school, something that 
we all take for granted, you drop your kids off at school and they say, 
‘See you Mum’, three simple words. Adam (son with an ASD) had to 
be taught to do that.  Everyday we would walk up to the classroom 
door at (name of DET Autism Unit) and the teachers would get down 
to eye level with the child, and I would have to get down to eye 
level.  And it would be, ‘Look at Mum, see you Mum’, ‘See you 
Mum’, ‘Hang up your bag’. Just those two steps, you would never 
get that through a (name of home-based EI) program because it is not 
in a school. But yet, when they go to school they are expected to 
hang up their bag on their hook. They haven’t even entered the 
classroom yet and those two things are just so vital, so important to 
know what to do (1). 
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When comparing the Autism Units to what this parent would have received in a generic 

mainstream environment this parent commented: 

               As far as education goes (name of DET Autism Unit) was just 
fantastic. It really focused on the areas that my child needed.  For 
example, speech, a huge problem with Adam (son with an ASD).  If I 
had sent him to mainstream kindy, for example, and he sat in the 
sandpit filling up a bucket for an hour and a half – that would have 
been acceptable because he is playing with the sand and he is quiet.  
Whereas at (name of DET Autism Unit) that hour and a half would 
have been spent really getting in there and focusing on something as 
simple as ‘What is your name?’  I mean a lot of other kids at school 
will know their name and when asked their name they answer.  
Adam had to be taught to answer, ‘What is your name?’ and that 
took weeks for that response. And it really prepared him for Year 1 
(1). 

 
When interviewed, a representative of the DET Autism Units indicated that the 

improvement of the children at the Units had been independently evaluated over time and 

revealed the following promising results:  

                It (DET Autism Units Program) was evaluated by David Leach and 
that was over a period of time. We started with four preprimary 
children and he evaluated them prior to starting.  He evaluated at the 
end of the year and after eighteen months and he did that with the 
follow-up group as well. He evaluated them before they started and 
so then over time his results showed that the children made gains of 
up to three years across all areas and that they were maintained in 
mainstream (McDonald, 2007, August 1). 

 

The current presence of both the Autism Units and the new programs offered at the ESCs 

indicates that the situation for parents seeking affordable, best practice EI for their child 

with an ASD has improved somewhat in WA over time, providing parents can gain a 

place for their children in these government programs. Unfortunately, unless such 

intervention is universally available and known to exist by all parents there will be those 

parents who will settle for what is on offer elsewhere in the system as evidenced in 

category one, settling.  

 

In summary, the parent representing this sub-category of experience, who had the 

youngest child in the study, had the widest choice of best-practice EI options available to 

her child with an ASD. Like other parents in the sub-category one (home-based), she 

found that accessing home-based EI through a private provider at the intensity needed 

was a very expensive exercise. Over time, the mother also discovered that the home-

based program was somewhat unreliable in terms of its quality and consistency.  By 
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chance, this mother heard about the school-based DET Autism Units which provided 

intensive, government funded best-practice EI for children with an ASD over a two year 

period during the kindergarten and preprimary years at government cost.  This mother 

became single-minded, relentless and went to the top in her quest to gain a place for her 

child with an ASD in the school-based Autism Units. The mother also indicated that the 

Units provided a high standard in best-practice EI for her child over the two years that her 

child attended the program.   

Conclusion 

The overall proposition generated with regard to the question of how parents deal with 

the education of their children with an ASD over time is that they do so by seeking 

progressive fit for them and in doing so they progress through four stages.  This chapter 

has detailed the central elements of Stages Two (Waging War) and Three (Strategising 

Solutions) in relation to the early intervention years.  The next chapter, The Formal 

Schooling Years –Mainstreaming, details the central elements of Stages Two and Three 

in relation to the mainstream formal schooling years. 
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Chapter Seven: Stages Two and Three - The Formal Schooling Years 

(Mainstreaming) 

 
This chapter further develops the theory generated from the central research question 

‘How do parents deal with the education of their children with an ASD over time?’  To 

reiterate, the theory generated is that parents deal with the education of their child with an 

ASD over time by seeking progressive fit and that in doing so they potentially move 

through four stages.  The four stages of the social process were designated as follows: the 

first stage – Beginning Battle; the second stage – Waging War; the third stage – 

Strategizing Solutions; and the final stage – Framing Futures.  This chapter now explains 

the relevance of Stages Two and Three in the lives of the parents in relation to their 

experience of their child’s mainstream formal schooling years.  

The Formal Schooling Years (Mainstreaming): An Overview 

Three categories of experience emerged when parents were dealing with the education of 

the child with an ASD during the formal schooling years. The three categories were as 

follows: category one (mainstreaming), category two (supplementing) and category three 

(opting out). This chapter details the first category and explains the common mainstream 

pathway taken initially by all participants in the study. The five sub-categories of 

experience which emerged from category one (mainstreaming), were as follows: sub-

category one (broadening), sub-category two (chasing), sub-category three (waxing and 

waning), sub-category four (crisis point) and sub-category five (finding fit).   

 

All parents in this study began their first foray into formal schooling by attempting to 

gain entry into a mainstream primary school for their child with an ASD.  They did this 

because of the widespread belief among parents and professionals (Baker, Wang, & 

Walberg, 1995; Barry, 1994-1995; Gartner & Lipsky, 1987; Logan et al., 1994-95; Slee, 

1996) that a disabled child should have the same right of choice as their non-disabled 

peers to experience mainstream education in preparation for a mainstream life. This is 

exemplified in the following comments made by two of the parents in the study:  

                Because one of the things you are inculcated with is that the best 
outcome for your children is that you put them into a mainstream 
school so that you can prepare them for a mainstream life in 
adulthood (2). 
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               Inclusion to me is whereby individual programs might be worked out 
for your child because they are going to need that, but where they are 
included … where he was just one of the kids and he might have 
needed some sort of individual work and programming but he was 
part of the whole community.  Inclusion can be part of the school 
community, part of the local community, part of your social 
community within your friends and their kids (5). 

 
All parents in this study initially placed their children into a mainstream school setting 

where they experienced a variable range of ‘inclusive’ contexts.  

 

The first sub-category (broadening) explains how parents broaden their understanding of 

education for their child with an ASD to include both mainstream curriculum 

requirements and supplementary programs to address the individual nature of their 

child’s educational profile.  This process is undertaken with the hope of maximizing their 

child’s development and independence.  Parents have an expectation that the education of 

the child with an ASD will be more intensive, time consuming and arduous than what is 

required to educate their peers. Parents also have the accompanying belief that a 

successful education for their child with an ASD will eventually increase their child’s 

independence and competence and decrease the pressure on the rest of the family over the 

course of that child’s education.   

 

The second sub-category (chasing) explains how parents must repeatedly chase a 

mainstream place at an accommodating school because children with an ASD are often 

not welcomed for enrolment. Parents feel uncomfortable about enrolling their child in a 

school where they are not wanted because they fear the ongoing negative treatment their 

child may receive over time. Schools often recognize the difficulty of the child’s 

educational profile before enrolment, especially if parents reveal their child’s diagnosis 

up front. Parents indicate that their children with an ASD are often perceived by schools 

to place more pressure on staff and other students and to need extra resources. Parents 

combat this discrimination by use of many different strategies. Parents initiate most of 

these arduous strategies themselves to combat the discrimination faced and this adds to 

the already burdensome nature of their lives.   

 

The third sub-category (waxing and waning) explains the process of variable involvement 

undertaken by parents when they are trying to negotiate an acceptable educational 

pathway for their child with an ASD in a mainstream schooling environment. Parents 

advocate, in a waxing and waning fashion, on behalf of their child’s needs to ensure that 



 181 

the schooling situation maximizes their child’s educational progress over time. Such 

advocacy includes negotiating an acceptable educational pathway, constantly 

communicating with the staff, and whatever else parents assess is necessary to address 

the individual educational requirements of their child with an ASD. Parents recognize the 

fragile and fluid nature of the mainstream schooling context that can change rapidly and 

increase or decrease ‘fit’ (seeking progressive fit) for their child with an ASD at any time. 

Parents often see principals as key members of the school community who can influence 

positively or negatively the ‘inclusive’ process for their child with an ASD. 

 

The fourth sub-category (crisis point) explains the process of how some parents are 

compelled to remove their child with an ASD from a school continuously lacking in 

‘inclusive’ practice. Parents indicate that without a firm commitment by staff to 

‘inclusion’, appropriate resources and specific evidence-based skills to deal with students 

with an ASD, the situation rapidly deteriorates to one where the student is forced out by 

their behaviour. This behaviour however, is often directly precipitated by a lack of 

‘inclusive’ practice operating in the schooling context. Parents were either instructed by 

the administration to remove their child with an ASD from the school; or, they felt 

compelled to withdraw their child because they were alarmed at the ongoing 

psychological and/or physical harm being experienced by their child in that schooling 

context. Parents felt duty-bound to seek a school environment that ‘fitted’ their child’s 

specific educational needs so that their child’s educational development could be 

maximized over time.   

 

By contrast, the fifth and final sub-category (finding fit) explains how some parents find 

educational ‘fit’ in a mainstream environment.  The paramount element where parents 

find ‘fit’ is the unwavering devotion shown by staff toward the child with an ASD.  Other 

elements deemed important by parents include the type of welcome they and their child 

receive upon enrolment, establishment of an equal and trusting partnership with staff, 

self-awareness of staff regarding their expertise (or lack of it), student-centred decision 

making, having a key member on staff to promote evidence-based ‘inclusion’ and the 

existence of a supportive Education Support Unit. Such elements ensured that 

irrespective of difficulties faced, parents and staff could work as a team to creatively 

solve problems as they arose. This ensured that the maximum educational progress was 

achieved by the child with an ASD and the ‘inclusive’ expertise of the staff was 

continually improving. 
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Figure 7.1 below illustrates an expansion of Stages Two and Three (Waging War and 

Strategizing Solutions) in relation to parent experience during the formal schooling years. 

The diagram shows all three formal schooling categories (mainstreaming, supplementing 

and opting out) and also displays the five sub-categories (broadening, chasing, waxing 

and waning, checkmate and finding fit) common to the mainstream formal schooling 

experience of the participants.  The diagram further shows the second category of parent 

experience (supplementing) common to all parents during the formal schooling years.  

The third category (opting out) shown in the diagram indicates the pathway taken by 

some parents in the study who chose to opt out of mainstream schooling in the forms of 

home schooling and segregating during the formal schooling years.  Stage Four, Framing 

Futures, is also depicted in the diagram as the end stage in the basic social process of 

seeking progressive fit and incorporates the two sub-stages of transitioning and 

redressing the imbalance. These sub-stages straddle both the formal schooling years and 

those years immediately beyond. 

Formal Schooling Years

mainstreaming

opting out
home schooling

segregating

broadening

chasing

waxing & waning

crisis point

finding fit

Stage 4 Framing Futures

supplementing

transitioning

redressing the imbalance

Stages
2 & 3

Waging War

Basic Social Process

Seeking Progressive Fit

Strategising Solutions

 
Figure 7.1: Theoretical Representation of Stages 2, 3 and 4 in relation to the Formal 
Schooling Years and the Years Immediately Beyond. 
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Category one – mainstreaming. 

There were five sub-categories of parent experience which emerged from category one 

(mainstreaming). They are explained below in sub-category one (broadening), sub-

category two (chasing), sub-category three (waxing and waning), sub-category four 

(crisis point) and sub-category five (finding fit).   

Sub-category one: broadening. 

By the time, formal schooling is looming on the horizon parents have registered through 

their previous experiences of diagnosing and early intervention that the quest of trying to 

seek, gain and maintain educational fit for their child with an ASD will not be an easy 

one. This is borne out in research by Stoner et al. (2005) who found that: 

               The struggle for a diagnosis initiated a pattern of persistent behavior, 
and a sense of distrust (in the parents) with medical professionals, 
which continued and influenced parent interactions with education 
professionals (pp. 41-42). 

 
Parents understand that education for the child with an ASD will have to be somewhat 

different to that sought for other neurotypical children.  Notions of education broaden 

(broadening) to not only include the regular curriculum at school but also encompass 

many supplementary programs that address the specific difficulties experienced by their 

child with an ASD.  One parent explained this in the following way: 

               I guess education is not only a school setting, but I do think the 
school setting is the big basis of it.  I also would think education is 
something that can get supplemented in other ways as well besides 
just the school setting. But I certainly think of education as 
academics but it is also about interpersonal relationships and things 
like that.  I don’t look at it purely in terms of how well they can do a 
Maths exam.  My view of education has been broadened whereas 
before I would have just thought of it as they just go to school (5). 

 
Another parent also expressed this same need for broadening their concept of education 

in relation to their child with an ASD: 

               The term ‘education’ means school-based ‘education’ as well as the 
assimilation of acceptable social norms and behaviours, as well as 
mind broadening understandings of those concepts that allows 
participation in society in a way that could be construed as within the 
normal range. So that he can make his own way in the world 
independent of his parents with the best opportunities for happiness 
and successful relationships with others (3). 

 
Hence, education is no longer thought of as just the gaining of academic skills in a school 

setting but it takes on greater import for a child with an ASD where parents seek to 
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educate their child to operate as independently as possible and maximize their 

educational potential.  Parents believe that by increasing the educational skill level and 

independence of their child with an ASD the whole family’s quality of life will also 

improve as evidenced by the comment of one parent in the study below: 

               … but all the extra time and stress and everything that goes into 
trying to give them (child with an ASD) the best education that you 
possibly can. At the end of the day when they haven’t got to the level 
that is required for them to be an independent person that is a huge 
impact until the day I die, and a huge impact until the day my kids 
die.  It is a huge impact on them … the more skills that he (child with 
an ASD) gains the less he will need to draw from other people who 
care about him (5). 

 

Parents also recognize that the education process for their child with an ASD will be 

much more expensive, intensive, arduous and time consuming as compared to what is 

needed for other neurotypical children as evidenced by the comments of another of the 

parents below: 

               It is different because the level of effort needed to help our eldest son 
realize his potential has been much greater than the level of effort 
required by our other children. Also, our other children have not 
needed to have the same level of therapy to supplement their 
mainstream education in order that they realize their greatest 
potential. I also do not have the same level of anxiety about the 
future regarding the education of my other children knowing that 
they will eventually become independent and be able to take over 
their own educational development. I have no such confidence about 
my eldest son’s ability to take over control of his educational 
development or other areas of his life (2). 

 
Another parent in the study also expressed similar sentiments: 

               I can’t help it but there is a difference. They both need to learn 
whereas my special needs child needs to survive as well. It is not just 
a matter of knowing Maths and knowing English and going to 
university it is learning to survive as well … I think that Adam (son 
with an ASD) has to have much more involvement from me.  That is 
not to say that I will not be involved with my other child but it will 
not be as intense (1). 

 
Such understandings leave parents with a sense that their child will be a difficult one to 

accommodate appropriately in mainstream settings and they approach the task of trying 

to enroll their child at an appropriate school with some trepidation.   Unfortunately, as 

evidenced in the next sub-category chasing, they often find that their fears are not 

without substance when trying to find a place for their child with an ASD in a formal 

mainstream schooling context. 
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In summary, parents broaden (broadening) their understandings of ‘education’ for their 

child with an ASD.  They recognize that the requirements needed to educate their child 

will need to incorporate both a modified mainstream curriculum and supplementary 

programs to address the individual difficulties of their child and prepare them for a 

mainstream life.  Parents expect that the education process will be more intensive, time-

consuming and arduous than what is required when educating a neurotypical child. Such 

understandings increase the pressure on parents to be much more involved in their child’s 

education to maximize their child’s life potential to help both the child with an ASD and 

their family. 

Sub-category two: chasing. 

At first glance, parents seemingly have a wide range of formal schooling options on offer 

in WA. These include mainstream public and private schools from kindergarten upwards, 

with or without special education units/classes, Education Support Centres (separate 

schools on shared sites with regular schools) and segregated Education Support Schools 

especially designed for disabled children (on separate sites) (Forlin, 2004). Even though 

parents are sometimes aware that there is Commonwealth legislation (Commonwealth of 

Australia, 1992; Commonwealth of Australia, 2005) in place to ensure that they have the 

right to enroll their disabled child in their local mainstream school they are often 

unwilling to place their disabled child in a context where they are unwanted. One parent 

described the difficulty in this way: 

               If the school took no ownership of Kim (son with an ASD) or had no 
desire in supporting his development then his educational demise 
would be assured. For every difficulty which arose would be 
conveniently blamed upon Kim with no thought given to the 
discriminatory education system he was placed within (2). 

 

Hence, parents often continually chased (chasing) an elusive, educational context where 

their child was both welcomed and had the educational expertise to educate their child 

with an ASD appropriately over time. Unfortunately, for parents in this study this 

combination was often very difficult to secure when trying to educate their child in a 

mainstream school in WA.   

 

Both research (Catholic Association for Special Education Support, 1995; Crosby, 1998; 

Forlin, 1995, 2004; Forlin et al., 2008; O'Donoghue & Chalmers, 2000; Shaddock et al., 

2007; Wills & Jackson, 2000) and the experiences of the parents in this study indicate 
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that parents experience many ongoing difficulties accessing and maintaining an 

appropriate ‘inclusive’ education for their disabled child in West Australian mainstream 

contexts. Parents in this study most often found that their children with an ASD were 

viewed as liabilities by mainstream schools because they potentially required extra 

resources and expertise that the school may not readily be able to provide. To illustrate, a 

parent in this study reported that a primary principal at an exclusive private school 

indicated that the family would be expected to pay privately for an aide for the child to 

gain admission to their school.  This cost was additional to the already expensive school 

fees which other parents were also expected to pay. The principal was also reported by 

the parent to have said the following “inappropriate” comments during her son’s 

enrolment interview: 

               But when I had an interview with the primary school principal some 
very inappropriate things were said … that definitely wasn’t the sort 
of place where I would want him (son with an ASD) to go … I was 
told when I asked about the level of the boys who attend the unit … 
one of the boys was one up from a vegetable (5). 

 

Parents also felt that their children were viewed as potentially placing far more pressure 

on the staff and other students.  In addition, children with an ASD were seen as 

particularly onerous because their social impairment sometimes translated into 

behavioural difficulties.  Parents often felt like they had to ‘go cap in hand’ to schools 

and as one parent put it, “be oh so grateful for actually having somewhere where they 

would take your children” (6).  Research also confirms that school staff believe that a 

child’s type of disability is related to how difficult they will be to teach (Shaddock et al., 

2007; Westwood & Graham, 2003). Students with emotional/behavioual problems; 

language and literacy problems, general learning difficulties; Autism and intellectual 

disability are often regarded by teaching staff as the most challenging to teach (Shaddock 

et al., 2007; Westwood & Graham, 2003). 

 

Parents were also continually caught off-guard regarding the different enrolment 

requirements of particular schools and were unclear about their eligibility for support in 

those schools.  As one parent put it: 

                … Because again, once you move from one to another (school) you 
don’t really know what it is all about until you get thrown in it. I was 
told in the public school you would get more aide time and more 
funding but it wasn’t the case. You don’t know how it all works, 
you’re in this thing where you seem to think that everybody knows 
what is going on except for you.  The only way you know to find out 
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is to ask the right people the right questions because you get thrown 
around in circles (6). 

 
When available, parents used the informal network of other parents and trusted 

professionals to research the quality and requirements of different schools. However, 

parents indicated that the currency of such information changed rapidly depending upon 

the philosophy of ‘inclusion’ adopted by individual administrations and their staff at 

different points in time.  The time-wasting nature of this process often left parents feeling 

frustrated and angry when their child was already well behind the development of their 

neurotypical peers as exemplified in the comments of this same parent, as follows: 

              Yes, and time is wasting and everything. Then you find out it is all 
too late (for aide time), when your intentions were to get this 
(enrolment) all done before, but it is all that stuffing around with 
everybody.  I would rather be told exactly what I need to do, if you 
can’t help me, who can help me?  That is not a lot to ask (6). 

 
Parents in this study were, to a large degree, left to their own devices to try to navigate 

the maze of difficulties associated with trying to enroll their child in an appropriate 

mainstream school.  This is contrary to current advice given in a recent West Australian 

report by MacDermott (2008) who investigated the experiences of 92 families who were 

currently parenting school-aged children with a suspected or confirmed ASD. The report 

indicated that the journey for parents who have a child with an ASD should not be 

undertaken alone.  According to the report: 

               Families have much to gain from both professional service providers 
and other more experienced ‘ASD parents’. The professionals 
encountered by parents and their children hold a potential wealth of 
knowledge, experience and expertise that can be invaluable in 
assisting families to craft the most beneficial intervention program 
possible to meet their child’s individual needs. Likewise, 
experienced ‘ASD parents’ can offer their own unique wealth of 
practical knowledge about public, private and general community 
services and systems, as well as the compassion and practical skills 
that can only come from the daily experience of “walking the walk”.  
Ideally both

 

 of these avenues of knowledge and support would 
inform and enable families, both at the beginning, and throughout 
their journey (pp. 7-8). 

Unfortunately, the parents in this study did not reliably experience easy access to such 

key sources of information in relation to their child with an ASD and were most often left 

to their own devices to successively find appropriate schooling. 
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While all of the parents in the study were aware that their child had significant 

educational difficulties before their foray into seeking mainstream primary enrolment 

some had not received a formal or accurate diagnosis for their child at that point in time. 

In some instances, parents were asked to fast track their child’s diagnosis to include a 

particular ASD diagnosis which would potentially gain more support for the school. In 

one case, the principal of a state-run primary school insisted that the child with a potential 

ASD be formally assessed before the child began at the school so that the child would be 

eligible to have an aide.  The parent was informed of this very late in the year before the 

child was due to begin his first year of primary schooling. This placed a great deal of 

undue pressure on the parent as accurate diagnoses are extremely difficult to gain quickly 

as previously evidenced in the Sub-Stage Four, diagnosing, in this study.  The parent 

explained her experience in the following way: 

               … I was suddenly informed that unless he had a diagnosis of Autism 
before he started school he wouldn’t get an aide.  So we then had to 
rush around and have him assessed. Which come November, 
December, was no mean feat because it was quite time consuming.… 
But I was pretty upset at the time that we had no warning of this and 
suddenly bang you need it and you don’t have it. Obviously 
something, somewhere went wrong and the fact that we were put in 
that position (5).   

 
Parents were also continually in the difficult position of determining how much to reveal 

about their child’s difficulties before enrolment. While some parents were relatively 

naïve about the reception they would receive others had already been alerted to the 

potential discrimination their child may face from their former EI experiences where they 

had seen specific diagnoses preclude their child from being accepted for enrolment into 

certain programs. Once again, parents were tempted to manipulate the information they 

had about their child to improve their chances of being accepted, however, this was 

tempered by their need to gain appropriate help from the educational context by giving 

accurate information about their child’s difficulties from the start. One parent expressed 

the internal conflict experienced in the following way: 

               I sort of felt like I would be having to make it out as though Bill (son 
with an ASD) was functioning at a level higher than he was for him 
to get a place there. Not that I was actually told that but I had a 
feeling they would probably be wanting children who didn’t have 
such a high disability as my son unless I could fill the very big gap.  I 
left there very upset and concerned … (5). 

 

This made the time of enrolment another very stressful period where parents were unsure 

of the reception they and their child would receive from a particular school. This 
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reception ranged from unwitting acceptance to blatant rejection, with rejection being the 

more commonplace response from schools.   

 

To illustrate the difficulties associated with the enrolment process, one of the parents in 

the study indicated that they received a letter of acceptance for their child with an ASD 

from a private primary school of a particular religious denomination only to have the 

school “back track and say the letter was sent in error” (7).  This rejection occurred even 

though this particular parent had two other daughters already attending this same school. 

In a similar instance, another set of parents in the study reported that they had their 

child’s name down on an enrolment list at another private school of the same religious 

denomination since the child had been two years of age. However, when the parents 

revealed to the school that their child had language difficulties before enrolment they 

were told to bring the child into the pre-primary for an informal assessment. Once the 

pre-primary staff had assessed the child, the principal informed the parents that the child 

could not be accepted for enrolment. The reason given was that the child would need 

extra assistance in the classroom and under their system the child’s present diagnosis of a 

receptive/expressive language disorder did not qualify them to be eligible for such 

assistance.  The parent described the principal’s position in the following manner: 

               She (principal) explained that the school had no facility for children 
with special educational needs.  Any children with special needs who 
had been accepted had to receive funding so that an aide could be 
employed to accommodate that child’s learning difficulties. This, she 
explained, was so that the other children in the classroom were not 
disadvantaged because of the inclusion of the child with special 
needs (2). 

 

Unfortunately, extra assistance in the form of an aide was only available to a child in 

their system if they could show that the child had an intellectual disability such as that 

associated with Downs Syndrome. The child’s previous assessments only indicated that 

the child had a receptive, expressive language disorder but not an intellectual disability 

therefore, the child was ineligible for an aide and subsequent enrolment because they 

would never ‘fit’ (seeking progressive fit) the criteria for assistance in order to secure 

enrolment. This was an impossible situation for this parent to address given her child’s 

profile. 

 

Even when a child with a potential ASD was unwittingly accepted by a school with 

seemingly no requirements, there was no guarantee that the school would not ask the 
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parent to either remove their child or ‘bridge the gap’ in their child’s schooling context 

either physically or financially.  This is exemplified in the experiences of another parent 

in the study who was expected to remove her child at certain times of the school day 

when extra support was not available or become an unpaid aide to her child while they 

were at school.  This is illustrated in the parent’s comments below:  

               … Chris (son with an ASD) first went to (name of state primary 
school) and that was the year that I had Sid (youngest son).  It must 
have been 1997. I got him in (child with an ASD) and it went 
relatively easily.  I heard a lot of horror stories from other parents 
about how hard it was to find a school.  That must have been the 
calm before the storm … He did a half a day at school because that 
was all they could afford with an aide and they didn’t want him there 
without an aide, but prior to me suggesting that - I had to be his aide.  
So, I had to take Sid (youngest son) down there and I was still breast 
feeding him and then be Chris’s aide because they didn’t have any 
idea (6). 

 
This same parent was then asked to remove her child permanently from the school at the 

end of the first term “because they made it very clear that they were just not able to 

provide the sort of services that he would need” (6).  It took this parent a whole term to 

find another school willing to take her son because finding a place in the middle of year 

for a disabled child, especially a child with an ASD, was an almost impossible task.  This 

parent described this difficult and depressing task in the following way: 

               … the amount of rejections I got after I pulled him out of that 
primary school.  I was so depressed.  I kept thinking but you have not 
even met him.  In fact, none of them had even seen him or met him.  
No, no, no, we can’t help you sorry.  I went through a huge list that I 
got from the Education Department of other schools, I was even 
prepared to go out to (a distant suburb).  I took him out there and 
they just didn’t want to know about it and pretty much told me so.  
We can’t help you.  Where is the fair … how is that fair? (6). 

 
When this parent finally secured a position at a private school of a particular religious 

denomination in the middle of the school year it was too late in their system to gain any 

extra funding to provide an aide for her child.  In a desperate response to this situation, 

the parents agreed to fund an aide for their son even though this put enormous financial 

pressure on their family who were already funding supplementary, home-based EI 

programs for their two sons with an ASD.  The parent concerned explained it this way: 

               Of course, there was no aide available then, so one of the therapists 
who used to work with us at home … she was his aide and I had to 
fund that.  That was the year that we nearly lost our house.  We were 
just out of our minds in debt. We were paying for just about 
everything that is because he started in the middle of the year (6).  
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Parents progressively learn that their child with an ASD is potentially one that schools 

would rather not have to accommodate, and this includes some schools that have a 

religious mandate to accommodate difference and redress social injustice (Catholic 

Association for Special Education Support, 1995).   

 

Parents over time, develop a number of strategies, both internal and external, to combat 

such discrimination.  One of the key internal strategies developed is where parents learn 

to become relentless and will not give up irrespective of the discrimination they receive 

from different schools. One parent in the study indicated that she and her husband 

became relentless in their desire to have their child accepted for enrolment at a primary 

school of a particular religious denomination.  They decided to use the strategy of ‘going 

to the top’, which as previously noted, was one of the strategies used by the parents 

represented in sub-category two, school-based, detailing parents’ educational journeys 

during the EI years.  After experiencing many rejections from multiple primary schools 

of a particular religious denomination these parents decided to write a lengthy letter 

directly to the Director of Education of that particular religious body and give her a 

“moral and ethical dilemma” (2). The parents reiterated their desire that their child be 

educated both spiritually and academically according to their faith and presented strong 

social justice/religious arguments as to why their child should be accepted for enrolment.  

While individual schools of the same denomination had rejected the child because of 

their inflexible funding and support arrangements the Director was able to circumvent 

these circumstances by eventually offering a suitable mainstream place. The resulting 

place was at a school which not only had a special education unit if needed, but also had 

a principal who was very experienced in and committed to ‘inclusive’ practice. 

 

A second strategy adopted by parents over time was for them to ‘hedge their bets’ by 

enrolling their child very early and in as many different schools as possible to ensure that 

the greatest choice was available to them when enrolment was imminent. One parent 

explained this process in the following way: 

               Over time, we have found that it is better to enroll your disabled 
child very early in a large number of good schools so that the best 
choice can be made at the time when entry to a new school is needed.  
So many factors change over time, including the ability of the child, 
which make it impossible to make informed choices so many years 
before when enrolment of these children is necessary.  It is better to 
have a number of choices than to be forced into one choice because 
places are so competitive. This way a family can readily assess the 
administration’s commitment to the enrolment much closer to the 
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time of entry. It must be remembered that expertise changes in 
schools over time and parents should ensure that their child is able to 
access the best educational placement available (2). 

 

This strategy assures parents of capturing the best available option in their continual and 

difficult chase to access best educational ‘fit’ (seeking progressive fit) for their child with 

an ASD. 

 

A third strategy used to try to combat potential rejection and discrimination after eventual 

enrolment into a school was for parents to support the supporters within the school.  This 

strategy was achieved by parents volunteering to be involved in the school in many extra-

curricula roles on an ongoing basis. Some of the parents in the study indicated they 

undertook key roles in parents associations and school boards, worked in school canteens 

and the school library, coached school sporting teams and initiated parent-class 

representative schemes to ensure their child’s position in the school was cemented as 

firmly as possible.  This also allowed them to have the best lines of communication open 

to them with key high profile staff when difficulties inevitably arose. 

 

One more recent and very welcome initiative to help parents with enrolment was 

experienced by one of the younger parents in the study.  This initiative was put in place 

by the administration of the government-funded DET Autism Units. The Units have 

identified the discrimination that children with an ASD potentially face when trying to 

enroll in a mainstream school and they have tied their EI placement in the Autism Units 

to a mainstream enrolment so that appropriate transition can occur between the two 

schooling environments. While being interviewed a representative of the Units explained 

her reasoning behind this: 

               So we want to try to make it a bit smoother so that we choose the 
kid, we notify the schools, the kids don’t get enrolled with us 
because we are not a school.  They are enrolled in their local school 
but not attending. So they have an enrolment there but no bums on 
chairs but that then gives them a foot in the door for the following 
year. You probably would know that just because you put your name 
down doesn’t mean you are going to get a place … and they will give 
it to the other child, they are not supposed to do that but that does 
happen (8). 

 
Hence, when the time for transition occurs between the Autism Units and mainstream 

pre-primary there is a place for the child already reserved at a chosen school.  

Additionally, the child comes to their new schooling environment with supported 
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transition and a certain set of mainstream skills gained during EI. This makes for a 

smooth transition for the child with an ASD and their family as explained by the 

representative of the Units below: 

               And what we do, once we have identified the school we go and we 
send our staff down there. We take pictures of the outside of the 
school, the classroom, the staff, so that we start doing social stories 
with the kids before they ever get there. And then, on the first day, 
because the Mums have taken them there and had play lunch in the 
playground before school opens and all of that, it is so smooth.  We 
never get kids crying or resisting or any of that, anymore. Before we 
had done transition to this level it used to be a bit hit and miss. But 
now, it is much more orderly (8). 

 
Such successful transitions from EI means that mainstream schools and parents have in-

built support for the placement for the child with an ASD and have expertise from the EI 

team should they need it. The success of such a process builds on itself as further 

explained by the representative below: 

               We have got a family who have currently got a little boy in pre-
primary with us, so his local school are really happy with him and 
the second little boy has come through and now is in kindy with us.  
So they have been through the process, they have seen the transition 
that we provide and they know they can ring up and get a bunch of 
COMPIC (communication system) if they need it and things like that.  
That is really positive, two kids in the one school (8). 

 
Without such creative transition and enrolment initiatives, parents are left alone to battle 

their way through an often, hostile maze of mainstream schools and chase down one that 

will not only welcome their child with an ASD but educate them appropriately over time.    

 

To summarize, parents most often find that their child with an ASD is not welcome for 

enrolment because of their perceived need for extra resources and the extra pressure they 

may place on the staff and other students of a school. Parents continually chase a place at 

an accommodating, ‘inclusive’ mainstream schooling environment because they initially 

believe this will give their child with an ASD their best chance to succeed in a 

mainstream life. Parents combat this discrimination with an assortment of strategies.  

Unfortunately, it is the parents themselves who initiate most of the arduous strategies 

undertaken to combat the discrimination faced, it is only recently that a government EI 

service has been able to support parents’ quest to secure an appropriate placement for 

their child with an ASD. 
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Sub-category three: waxing and waning. 

When parents finally manage to secure a place for their child with an ASD they often do 

not realize they are only at the beginning of a long, often arduous, educational journey 

where they will need to advocate for their child on an ongoing basis. This involvement 

process is one which waxes and wanes (waxing and waning) according to the success or 

otherwise of the ‘inclusive’ practice operating at the school. Two of the parents described 

the process as follows: 

               You have to be there on an ongoing basis to oversee, organize, 
prioritize, monitor, document, you name it – you have to do it, 
because you know that at any stage of the game you are going to 
need it.  You need to be aware and you need to be in it 24/7 … being 
involved with your child’s education on an hourly, daily, weekly, 
monthly basis as needed.  You have to determine it by the skill of the 
people dealing with your child.  Some schools in some years you 
won’t have that much to do with what is going on because you can 
see they have got a handle on it. Other years you have to be there, all 
the time, every day (2). 

 
               … it depends on the teacher you have that year or who is running the 

program that year.  It still does depend a lot on that.  You are still 
having to advocate and push, some years are easier, some years are 
twice as hard … you do come across to do the extra bit and believe 
what you do is the best for them. And you get wonderful results and 
all that sort of stuff happens but it still is a hit and miss affair.  I 
suppose that is the case with other children.  It is more important that 
it be more consistent perhaps for our children because they are 
already behind the eight ball. They have got so much ground to make 
up and they have all these other things on top of it as well to 
overcome before they can learn (6). 

 
Findings by Stoner & Angell (2006) confirm that parents of ASD children take on a 

variety of roles when interacting with their child’s school as evidenced below: 

               Parent participants, especially mothers, consistently engaged in four 
roles: (a) negotiator, (b) monitor, (c) supporter, and (d) advocate.  In 
addition, the degree of perceived parental trust in education 
professionals affected the extent of their engagement in the roles of 
negotiator, monitor and supporter (p. 177) 

 

According to parents in this study, the degree of success of the placement of the child 

with an ASD is directly related to the type of ‘inclusive’ philosophy and practice adopted 

by the staff of a school, with the principal generally taking the lead role in how 

‘inclusion’ translates into action.  When staff change, especially in the ranks of the 

administration, commitment to a particular form of ‘inclusion’ may also change rapidly 
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and impact negatively or positively on the ‘inclusive’ practice operating in the school at 

the time.   

 

Parents indicate that they involve themselves with the school to a much greater degree 

than they would normally have to do when educating a neurotypical child.  They must 

negotiate the educational pathway of their child with an ASD by constantly 

communicating with staff on a regular basis when frequent issues arise. One of the 

younger parents in the study described the necessity of involvement with the school in the 

following way: 

               Well, being on the ball with what is happening with him (son with an 
ASD) all of the time I feel it is so necessary.  You can’t be there for 
the whole school day watching what they do.  There are going to be 
ups and downs there. But at least by me having a copy of his 
program, what he did at lunchtime, what he did at sport, reassures me 
of where I have got him … Seeing some progress reassures me hey 
this is working for him maybe we are on the right track (1). 

 

Another parent expressed it this way: 

               I will be vigilant about things, keep on top of things and make sure it 
works, it works, it works (6). 

 

Most parents realize through their own research (researching) that such issues as their 

child’s behaviour, staffing, transitioning, individualized education planning (IEPs), 

supplementary programs and so on, all need to be negotiated with staff. Parents indicate 

that there is an underlying tension that often operates in mainstream schools between 

addressing the needs of the child with an ASD and the perceived needs of others in the 

educational context. Parents detail how they constantly battle to maintain the best 

educational ‘fit’ (seeking progressive fit) for their child with an ASD in their mainstream 

setting. They recognize that their advocacy is vital to ensure their child is educated 

appropriately. One of the parents commented upon her advocacy role in the following 

manner: 

               I guess I have always also made it clear to anyone involved with Bill 
(son with an ASD) that near enough is not going to be good enough.  
He deserved to … this is what he needed, this is what he deserves to 
have.  It is not just a matter of … should someone just decide to do 
something it has to be whatever is in his best interests and our child 
deserves this (5). 
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This same parent also indicated that children with an ASD often have communication 

difficulties and this increases their vulnerability, hence parents often become a constant 

“voice” for their child’s needs:   

               … it is a matter of just having to fight and have a voice.  And often 
you don’t really feel like you have got the energy or the extra time to 
spend.  When they are young it is such a hard life that you have with 
them but they’re the times when they really need you to be their 
advocate and be prepared to step up and say that is not going to be 
good enough, we have to do this. You just have to find that strength 
and do it for them because they really are quite voiceless. You have 
to be the sort of person who can be a voice for your child (5). 

 

Unfortunately, some parents in the study who financially and emotionally were the most 

at risk were not always in a position to be their child’s ‘voice’ as explained below by one 

of the parents in the study: 

                … because for so long I listened to everything that was told to me.  
They must know what they are talking about and for a long time I 
felt really inadequate thinking that this just isn’t working.  It wasn’t 
until Bob (son with an ASD) was in Year 5 that I started to get 
‘ballsy’ and thinking, ‘Well no, hang one a sec, I am not going to let 
you sit here and say that because I don’t feel inadequate anymore’. 
Part of that would have been going through the marriage break up 
and the hell breaking loose for those two years but yeh, I just started 
to think yeh, I do know my child (7). 

 

After the previous experiences of EI, parents are often acutely aware of the potential 

discrimination their child with an ASD may face and this heightens parents’ anxiety and 

fear about the treatment their child may receive in any schooling environment. The 

following quote illustrates how parents must overcome such feelings to continue the 

process of advocacy for their child: 

               I think at some points you are much stronger and able to overcome 
anything and other times it (the discrimination) still gets to me and it 
reduces me to tears. But you have your teary moment and adjust, 
reassess and then you move on because we do not have an enormous 
amount of time to sit there and not be proactive because it is not just 
a matter of reassessing or negotiating … you have to be more so 
because your child is depending upon you (6).  

 

Unfortunately, even though parents are aware that such advocacy and involvement is 

necessary, circumstances determined by an individual’s conditional matrix (Strauss & 

Corbin, 1990) sometimes make it impossible to be as involved as is sometimes needed.  

One of the most vulnerable parents in the study who is a single parent expressed her 

regret about this situation: 
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               … when Mark (name of husband) and I were going through our 
marriage break-up Bob (son with an ASD) became very much in the 
back seat and my whole life fell apart. It was a good three years 
wasted. So I hold myself accountable for that but there is nothing 
that I can do so I don’t switch myself about it or anything.  I regret it.  
I can’t not regret it.  But it has just given me more motivational skills 
to get my shit together so that I can utilize the time that I am seeing 
with him now (7). 

 
Therefore, while parents see the need to advocate on their child’s behalf in a mainstream 

schooling context other life circumstances sometimes interfere with their ability to do so, 

and this potentially reduces the quality of education their child may receive during that 

time. This is directly related to the unreliable aspects of the ‘inclusive’ process in 

mainstream environments that requires parents to be ever vigilant if they wish to 

maximize their child’s educational potential. 

 

Parents in the study found their child’s experience of mainstream education was 

dependent upon the different understandings of ‘inclusive’ education that permeated the 

system.  There was no guarantee that staff at schools agree with Uditsky’s (1993) well-

known contention that a disabled child’s ‘inclusive’ education should be “embedded 

within the normative educative pathways within the classroom and the school” (p. 88). 

Unfortunately, the experiences of the parents in this study and research confirms that 

parents find that ‘inclusiveness’ within schooling environments is at best a ‘hit and miss 

affair’ that can be constantly changing depending upon staff interpretations of ‘inclusive’ 

practice.  One parent in the study, who had two sons with an ASD, voiced her feelings 

about this situation in the following way: 

               You talk about mainstream and inclusion. They weren’t included at 
(name of high school). I guess you have this thought and then you try 
to fill this sort of … you think that is what is going to happen when 
really that is not really happening.  They were pretty segregated 
anyway (6).    

 

Both West Australian (Crosby, 1998; Forlin, 1995; Forlin et al., 2008; MacDermott, 

2008; O'Donoghue & Chalmers, 2000; Wills & Jackson, 2000) and Australian research 

(Shaddock et al., 2007) confirms that the ‘inclusive’ process is problematic for many 

mainstream schools and this is especially so at the high school level (Shaddock, 2003, 

2005).   

 

Hence, because of the varying nature of ‘inclusive’ practice in schools, parents report the 

need for them to be in constant communication with the school in order to negotiate an 
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acceptable educational pathway for their individual child with an ASD.  In terms of that 

communication, parents in the study indicated that the principal was often designated as 

one of the most important determinants of the success or otherwise of the ‘inclusion’ of 

their child with an ASD. The influence of leadership on school culture is also nominated 

in the research literature as one of the most critical requirements in establishing the 

beliefs upon which school cultures are founded (Ainscow, 1995; Chadbourne, 1997; 

Shaddock et al., 2007). One of the parents in the study described the importance of the 

principal to her son’s ‘inclusion’ in the following way: 

               The level of cooperation was amazing and definitely stemmed from 
the principal who had from the start, made a strong commitment to 
do whatever it took to maximize our son’s development.  We felt 
extremely safe in his hands, as did our son.  This helped our whole 
family feel valued and reduced the level of stress my husband and I 
constantly felt in relation to our son. This is not to say we did not 
have challenges with our son’s behaviour and social development, 
we just felt that we were doing all that we could do with the school’s 
help. The school was not another battlefield that had to be faced (2). 

 

Principals display their degree of commitment toward the ‘inclusion’ of a child with an 

ASD with their decision-making, from enrolment and beyond, and if that commitment is 

limited, this may filter down to determine the type of ‘inclusive’ practice operating in the 

school. When difficulties inevitably arise and solutions are sought, the needs of the child 

with an ASD will often be balanced against the perceived needs of the school at large.  

Parents report that some principals can ‘tip the balance’ in favour of either the child with 

an ASD or the perceived needs of the school at large. By contrast, other principals 

understand that by addressing the needs of the child with an ASD, the competency of the 

teaching staff increases and this allows the diversity inherent in every mainstream 

classroom to be more properly understood and accommodated.  

 

As well as principals, parents also indicate that this process of ‘tipping the balance’ is 

also evident in the decision-making of other school staff. To exemplify, one of the 

parents in the study reported that she agreed at an Individualized Education Plan meeting 

to the implementation of an intensive compliance program to combat her child’s difficult 

behaviour. The program was to be overseen and implemented by the mainstream 

classroom teacher and two separate teaching aides. The program was successful in 

addressing her child’s difficulties in its first year of implementation, but it only occurred 

for that year because staff commitment to the child with an ASD and ‘inclusive’ practice 

changed the following year. This is explained in the parent’s comments below:  
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               Yes, actually he went through quite a good program.  In Year Three, 
after he was diagnosed he had quite an intensive program to teach 
compliance. He had a teacher aide with him full time and they 
changed over … there was a morning one and there was an afternoon 
one because it was one-on-one.  He had the charts where he got the 
sticker, a little dot on the back of the dinosaur if he complied with 
instructions.  After a certain number he got a star, and then after a 
certain number he got a treat at the end of the day. And then he got a 
treat at the end of the week and things like that. And that worked 
quite well so by the end of Year Three he was quite good (4). 

 

Unfortunately, the following year the balance shifted from accommodating the child with 

an ASD to supposedly addressing ‘other needs’ in the educational context and this meant 

that the program for the child with an ASD did not continue: 

               But then in Year Four, he got a teacher who did not want to have him 
in the class. And I found that out from a new teacher aide.  
Everything changed, the teacher changed, the teacher aide changed 
and the class changed … and the teacher said to the aide, ‘You will 
have to look after Paul (child with an ASD) the whole time because I 
don’t want him in this class’. When I found that out, I thought that it 
was going to be a ‘gooood’ year for Paul. And it was a tandem 
teachers’ class, one girl was there two days a week and one was there 
three days a week, and neither of them wanted him in the class. So, 
they left him to the teacher aide (4). 

 

Unfortunately, once such decisions are made by staff it is very difficult for parents to 

advocate on their child’s behalf especially, if there is no support forthcoming from the 

administration. All participants in this study report experiencing this process of receiving 

variable support and services depending upon the knowledge, expertise and commitment 

to ‘inclusion’ of those dealing with their child’s education at different points in time.  It 

served to make parents’ worlds very unstable with the constant shifting of support that 

was often determined by external factors outside of their control. This, in turn, made both 

the child’s and parents’ lives far more harrowing as there was no guarantee that once a 

hard-won solution addressing the specific difficulties of educating their child with an 

ASD had been found that it would remain in place over time.   

 

To summarize, parents often advocate on behalf of their child with an ASD, in a waxing 

and waning fashion, in a mainstream schooling context to maximize their child’s 

educational progress over time. Parents do this because their child with an ASD 

experiences shifting understandings of ‘inclusive’ education in mainstream education. 

Parents must therefore, be their child’s ‘voice’ on an ongoing basis to ensure student-

centred decision making continues to occur for their child with an ASD over time. The 
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influence of leadership on school culture was also nominated by parents as one of the 

most critical requirements in establishing the beliefs upon which the ‘inclusive’ school 

culture is founded. 

Sub-category four: crisis point. 

As evidenced in the sub-category three, waxing and waning, parents in this study 

revealed that adverse educational consequences sometimes occurred for their child with 

an ASD when appropriate ‘inclusive’ practice was not apparent on a continuous basis.   

Parents report that in its worst form this results in a crisis point being reached, where they 

have no option but to remove their child with an ASD permanently from a school. At 

least half of the parents in the study reported that they had experienced such a crisis point 

in the education of their child with an ASD, sometimes repeatedly, in one of two ways.  

They were either told by the administration to remove their child with an ASD from a 

school situation at first temporarily, and then permanently; or they felt compelled to 

withdraw their child because they were alarmed at the ongoing psychological and/or 

physical harm being experienced by their child in a schooling context continuously 

lacking in appropriate ‘inclusive’ practice. As previously explained in sub-category two, 

chasing, parents often feel duty-bound to continuously seek a school environment that 

‘fits’ (seeking progressive fit) their child’s specific educational needs so that their 

educational development can be maximized.  If such a situation is continuously lacking, 

parents often feel compelled to move their child onto a more productive schooling 

context where they can trust that their child will be safe and appropriately educated.  

Unfortunately, finding a new mainstream school which reliably provides such an 

‘inclusive’ context is no easy task as evidenced in the sub-category, chasing.   

 

In relation to families reaching a crisis point, parents indicated that the behavioural 

management of their child with an ASD in a school setting was of paramount importance. 

Parents stressed that it was essential for staff to have a strong understanding of ‘inclusive’ 

practice especially in the area of managing the sometimes-difficult and unusual behaviour 

of the child with an ASD. This is confirmed by MacDermott (2008) in her study of 92 

WA families who are presently parenting school-aged children with a suspected or 

confirmed ASD, who indicates that “behaviour management is a focus for most families 

either on a consistent basis or variably as needs change” (p. 57).  Unfortunately, recent 

research by Forlin (2008) regarding how regular WA teachers cope with the ‘inclusion’ 

of a child with an intellectual disability in their mainstream classroom reveals that WA 
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teachers find most concerning the behaviour of the child (Forlin et al., 2008).  This is due 

to their own perceived lack of professional competency to cater adequately for such a 

child because of insufficient professional development (Forlin et al., 2008).  

 

Other recent research by Ford (2007) on teacher perceptions of disabled students with 

significant behavioural challenges also indicates that when such expertise is not available 

for these types of students serious consequences can sometimes follow:  

               … without effective support, students who exhibit such behaviours 
may be at risk of (a) being suspended or expelled from school, (b) 
being transferred to more restrictive or segregated placements, (c) 
receiving intrusive and punitive interventions, (d) being placed on 
restrictive medications, and (e) experiencing inadequate, socially 
isolating and stigmatizing post-school outcomes  (p. 110). 

 

The experience of some of the parents in this study confirms that such consequences 

described by Ford (2007) occurred for their child with an ASD when attending 

mainstream schooling in WA when expertise was not available to deal appropriately with 

the sometimes-difficult and misunderstood behaviour of their child.  

 

Further to this discussion, it is also important to note the rate of bullying experienced by 

students with an ASD in mainstream schools that is often a trigger for their difficult 

behaviour. In a recent 2007 presentation the Senior Consultant (Autism) of the DET 

Centre for Inclusive Schooling indicated that the rate of bullying for students with an 

ASD in mainstream schooling was four times the rate experienced by their peers. She 

further explained that peer victimization was experienced by over 90% of students with 

an ASD (Rosendorff, 2007).  This is confirmed in the research literature (Attwood, 2004, 

2007; Heinrichs, 2003; Little, 2002). However, more often than not, parents in this study 

found they were met with a lack of staff expertise in the areas of both behaviour 

management and bullying and this eventually led to very poor outcomes for their child.  

To exemplify, one parent in the study expressed the following concern about the lack of 

appropriate expertise apparent in one of the schools that her son attended: 

               Because there were a cluster of kids being diagnosed (with an ASD) 
at that stage, the diagnosis was there but the knowledge and the 
experience wasn’t.  There was good will but there was no knowledge 
and no experience.  And so no-one really knew what to do with these 
kids (4). 

 

Unfortunately, when difficulties inevitably arose and appropriate evidence-based 

interventions did not occur a common process was set in train where parents were called 
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repeatedly to remove their child with an ASD from the school. This same parent in the 

study commented about this dysfunctional process in relation to her son by stating: 

               He (son with an ASD) had to be in charge so he got into a lot of 
trouble with that. He had an excellent supply of swear words which 
he would rat-a-tat out in machine gun fashion which all the boys 
thought was fabulous and so when school got boring it was a matter 
of pressing Paul’s (son with an ASD) buttons so he would have a 
swearing tantrum. And this got to be great fun for everyone else.  
And then I would get rung up and told to come and get him.  In Year 
5, I was getting more and more phone calls to come and get him. I 
developed phone phobia at one stage and I wouldn’t answer the 
phone (4). 

 

This same parent indicated that this dysfunctional process occurred repeatedly at three 

successive mainstream primary schools that lacked appropriate ‘inclusive’ expertise 

when dealing with her son. She kept moving her son to different schools in the hope of 

gaining greater educational ‘fit’ (seeking progressive fit) through use of more appropriate, 

evidence-based ‘inclusive’ practice. It is important to recall this same parent’s variable 

experience with ‘inclusion’ initially exemplified in the previous sub-category, waxing 

and waning, where her son received appropriate ‘inclusive’ practice one year only to be 

followed by a lack of ‘inclusive’ practice the following year. This cycle continually 

repeated itself until the middle stages of primary school when the mother finally felt that 

the psychological damage brought on by such a process was far too great for her child.  

She expressed it as follows: 

               And one day I was getting him (child with an ASD) ready for school 
and he said, ‘I hate my life I wish I was dead’. And I thought at ten 
we don’t say that. And he shouldn’t feel like that at ten. And the 
warning bells really went off in my head because I have a brother 
who committed suicide. And we did have depression in the family … 
we still do.  So I just took his shirt off and I said, ‘Right you do not 
go to school anymore. We will think of something different’ (4). 

 
The reaching of this crisis point precipitated her decision to withdraw her child from 

mainstream schooling and to home school him for most of his remaining formal 

schooling years with some input from the Schools of Isolated and Distance Education 

(SIDE).   

 

To further exemplify the reaching of a crisis point in some of the families in the study, 

another parent reported a similar situation occurring when her first child with an ASD 

attended a private high school mainstream environment.  Initially, this parent indicated 

that the Special Education staff at the school were skilled in managing the behaviour of 
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her non-verbal son with an ASD and dealt appropriately with his rare outbursts in the 

following way:    

               … there were different people running the unit then, there were a 
couple of incidents and I checked through the diary of 2006 and there 
were two incidents where he had come in contact with an aide and a 
teacher but it certainly wasn’t dealt with in that way. In fact, they 
told me about it immediately and pretty much said, ‘Well you know 
it is his first time in high school. He was a little anxious, we don’t 
know him well enough to read his body language’. It was sort of 
made out like well this is just a natural progression of what happens 
from primary school to high school. ‘We expect these sort of 
moments where he is unsettled and unsure and he doesn’t know 
anyone either.’ So they were a lot more understanding and accepting 
of the behaviour and they didn’t see him as a threat or … it was just 
Chris (child with an ASD) finding his way in his first year at high 
school (6).  

 

Unfortunately, the following year key staff in the Special Education Unit changed. This 

change gradually eroded the trust that the parent had built up in the first year of her 

child’s education at the high school. She was left with growing sense of unease about 

what could be happening for her child with an ASD at school: 

               Leaving your children at school and being on edge the whole time is 
not a nice feeling … That first year in high school I was a little 
reluctant to let go but I had a feeling of ‘Yes, he is in good hands’.  
You know you feel that then, but after all that and the times that they 
said, ‘Ok he can come back’, it was all on their terms.  I just … you 
are living on edge the whole time … is he alright, is he alright, is he 
alright? … the whole time (6).   

 

This change in staff and expertise eventually led to the parent being asked to remove her 

child with an ASD repeatedly in his second year at the high school when the situation 

was seemingly untenable for the less experienced staff. The parent expressed reservations 

to the staff about the wisdom of such a practice as evidenced below:  

               So I guess after about the second time when they called me at home 
to come and pick up Chris (son with an ASD) because he had a 
verbal outburst I brought him home because I am trying to do the 
right thing by his school. Each time I was told that there are not 
enough staff, there is not enough this, this is what happened.  ‘We 
think he should go home because he is upset’ … I might add when I 
went to pick him up he was fine. The outburst had passed. He got it 
off his chest and he was calm again … Anyway, by the time I got 
home I just thought to myself this doesn’t seem right to me and I 
rang and spoke to the teacher-in-charge and said to her, ‘I am just 
curious is this going to be the procedure every time Chris (child with 
an ASD) lets off some steam or he has an outburst or something like 
that?’.  And she said, ‘Yes’.  And I expressed that I didn’t think it 
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was such a great idea because he is going to quickly learn that if he 
wants to come home then all that he has got to do is have an outburst 
or become aggressive (6). 

 

By the middle of the second year after successive difficult incidents with her first son 

with an ASD at this high school, the family was told they had to withdraw him 

permanently from the school.  This meant that their second son with an ASD who was 

also attending and in his first year at the school also had to leave the school. Otherwise, it 

would have been too difficult for the first son with an ASD to accept the change in his 

schooling arrangements. Additionally, the parents had lost faith in the school’s ability to 

care and educate appropriately their disabled children. This situation was directly 

precipitated by a lack of appropriate expertise and ‘inclusive’ practice operating at the 

school.  This is further confirmed in the parent’s description of the staff’s inability to 

provide a functional assessment of her son’s behaviour when incidents arose: 

                … I never did really get how the first event happened anyway.  All I 
was told was that Chris (son with an ASD) had bitten someone.  They 
didn’t tell me what had happened before hand … And then when you 
do get information it is already now in the past so nobody can give 
you an accurate understanding because nothing is recorded of course.  
Just the fact the student bit a teacher.  Nothing is recorded so when 
you are trying to get to the bottom of something and find out how did 
this happen, was he upset, did you go into … where was he? All 
these things that I think are important to work out why it happened.  
They don’t really have ... they have their own story but not actually 
what happened because the aide was not called.  She was kept in the 
background. The people that are supposedly running the Unit are 
telling me what we want to hear because I had numerous meetings 
with them to try to help them because I am here to support them 
support my son. I tried different things but, it didn’t seem to come 
across. They kept promising a meeting … all this sort of thing and in 
the meantime Chris (son with an ASD) was not allowed to be going 
to school (6).   

 
This family were left with a situation where they had to, once again, find schooling to 

‘fit’ (seeking progressive fit) not one, but two, of their children with an ASD in the 

middle of a schooling year.  It is important to note that no-one from the Religious Body 

previously in-charge of the education of their two boys with an ASD over a ten year 

period contacted the family during this time of ‘crisis’ and the parents were left to once 

again, chase an appropriate new school on their own.  After some desperate searching the 

parents were eventually able to find a place at a segregated state-run Education Support 

School.  This was even though these parents had felt initially that mainstreaming was 

their best solution for their boys with an ASD.  In the end, the quality of the educational 
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care and appropriate ASD expertise available was seen by these parents as the more 

important determinants of a successful education for their boys with an ASD.   

 

Parents in the study found that unless schools were committed, trained and resourced 

appropriately to provide ongoing, ASD specific, ‘inclusive’ practice, they would not have 

the collective will, understanding or tools to provide ongoing appropriate, evidence-based 

support for a child with an ASD. This conclusion is borne out in recent South Australian 

research by Ford (2007) who found that teachers felt they were insufficiently prepared or 

supported to work successfully with students with significant behavioural challenges and 

expressed the need for comprehensive, regular, and ongoing professional development 

activities that were aligned with their needs and those of their students. In this regard 

research into appropriate ‘inclusive’ practice regarding the key area of behaviour 

management of children with an ASD presently indicates (Myles, 2005; Myles & 

Adreon, 2001; O'Neill et al., 1997) that when behavioural difficulties arise a functional 

assessment of the incident and its context should occur.  Myles and Adreon (2001) 

explain that: 

               Student behaviors do not occur in isolation, nor are they random.  
They are associated with a reason or cause.  Thus, behaviors are a 
form of communication.  Functional assessment is a first step in 
developing effective interventions based on such behavioral 
messages.  Six steps make up a functional assessment: 

 
 1. identify and describe student behavior 
 2. describe setting demands and antecedents 
 3. collect baseline data and/or work samples 
 4. complete functional analysis measures and develop a hypothesis 
 5. develop and implement a behavioral intervention plan 
 6. collect data and follow up to analyze the effectiveness of the plan 

(p. 44). 
 

However, when such understanding of functional behavioural management is continually 

lacking parents find that this then leads to a crisis point for their child with an ASD.  The 

child will often be seen as the problem with little responsibility being taken by the 

surrounding educational context. This can then lead to either eventual expulsion of the 

student with an ASD or removal of the child with an ASD from the school by the parent 

when the psychological and/or physical damage to the child is assessed by the parent to 

be too great.   
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Unfortunately, parents find that while they are initially desirous of mainstream 

‘inclusion’ for their child with an ASD they eventually qualify that desire with the 

understanding that there will be ongoing, appropriate, evidence-based, ASD specific, 

‘inclusive’ practice operating within that context. Parents indicate that they make 

educational decisions that will allow both the student with an ASD and their family the 

best quality of life possible, and this may or may not involve a mainstream setting. 

Leading educators (Kavale & Forness, 2000; Warnock, 2005) have also expressed 

considerable misgivings about ‘inclusive’ education for students in mainstream settings 

when the necessary ingredients are missing or inadequate. Further to this discussion, 

parents in the study also commented about the increased difficulty of accessing reliable 

and ongoing ‘inclusive’ practice in a high school setting as compared to that on offer in 

the earlier years of their child’s education.  Parents described the difficulties associated 

with mainstream high school environments variously below: 

               I think because in primary school you have got one teacher, one 
group of kids that you really get to know throughout the year, don’t 
you?  And that could be quite hard for some kids but quite easy for 
others. But it is more of a family, they are more family orientated, 
they still have that way of thinking. They protect and they nurture 
and they help grow, whereas in high school it is every man for 
himself baby, and it doesn’t matter if you have a disability you are 
thrown out there to cope, and they can’t cope, as a lot of kids who 
have not got disabilities can’t cope (6). 

 
               Unfortunately, the rigidity built into the high school system makes a 

contextual response to student failure mainly about student deficit.  
This dynamic effectively negates any pressure being brought to bear 
on the system which in turn perpetuates the failure of students who 
do not fit. Unfortunately, students who have specialized learning 
needs are the first ones to fall by the wayside.  Difference is not 
embraced as a catalyst for effective educational change but is often 
seen as an extra burden the mainstream system should often not have 
to address (2). 

 
               Inclusion was successful to some degree in primary school socially 

and educationally. Unfortunately, inclusion in the traditional high 
school model which is dominated by over-confident principals, 
sometimes lazy teachers and typical unforgiving teenage behaviours 
create toxic environments where different children are persecuted 
mercilessly. Smaller, less threatening school environments where 
thoughtful teachers lead their students in appropriate behaviours 
would be an appropriate and inclusive environment.  It is a pity that 
economies of scale and traditional attitudes of education will not 
allow this to become a reality (3). 
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This is also borne out in the research on ‘inclusion’ which indicates that secondary 

schools experience both external and internal pressures on their use of ‘inclusive’ practice 

(Shaddock, 2005; Shaddock et al., 2007). These difficulties are reaffirmed in the 

comments made by a high school Special Education Coordinator (SEC) nominated by 

one of the parents in the next sub-category, finding fit, as providing exemplary ‘inclusive’ 

practice in a high school setting: 

               It is very hard to tell some subject teachers at secondary school about 
that stuff (appropriate inclusive practice) because secondary 
teachers are very curriculum-centred, not child-centred. I think it is 
easier at primary school because a primary school teacher is very … 
she has got her group of kids and she is very child-centred. And 
you’ve got a mainstream Science teacher, or whatever they are, there 
to deliver a curriculum, that’s the curriculum and that’s it. Even with 
kids who have no special needs you are there to listen, bad luck and 
they are not looking at the individual child as much as the primary 
school teacher.  And that I feel, is the biggest problem, they are not 
child-centred (9). 

 
In response to these difficulties, only one of the six families in the study was able to have 

their child with an ASD successfully mainstreamed in a high school setting for the full 

five years’ duration. Two of the families, either immediately or eventually, chose to place 

their children with an ASD into two different segregated (segregating) high school 

Education Support Schools.  Another two of the families chose to home school their child 

with an ASD before or during their mainstream high school years.  The last family in the 

study has a younger child with an ASD who is not yet old enough to attend high school 

but these parents are currently looking seriously at the option of placing their child into a 

segregated high school environment to ensure their child’s learning needs are met.  

 

To recap, parents describe how a crisis point is reached where they are compelled to 

permanently remove their child with an ASD from a mainstream school continuously 

lacking in ‘inclusive’ practice. They are either asked by the administration to remove 

their child with an ASD from the school or they feel compelled to withdraw their child 

because they are alarmed at the ongoing psychological and/or physical harm being 

experienced by their child in a schooling context continuously lacking in appropriate 

‘inclusive’ practice. Parents indicate that without a firm commitment by staff to 

‘inclusion’, appropriate resources, knowledge and specific evidence-based skills to deal 

with students with an ASD, the situation rapidly deteriorates to one where the student 

with an ASD is forced out by their behaviour.  This behaviour is directly precipitated by a 
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lack of ‘inclusive’ expertise in the schooling context. This situation is especially 

problematic in high school mainstream environments.  

Sub-category five:  finding fit. 

While most parents in this study experienced ongoing difficulties seeking, finding and 

maintaining progressive educational fit in a mainstream environment for their child with 

an ASD, these same parents did report some “islands of excellent practice” (Wills & 

Jackson, 2000, p. 25) operating in both the primary and secondary mainstream 

educational sector of WA. Several significant elements were designated as important in 

both the primary and secondary contexts where parents experienced educational ‘fit’ for 

their child with an ASD.    

 

The paramount element expressed by parents was the unwavering devotion and 

commitment of staff members to the overall development of the child with an ASD, as 

variously expressed by two parents in the study below: 

               Constants remained though, the unwavering devotion of all staff to 
Kim’s (son with an ASD) development even though at times it would 
have been much easier for them to just attend to those children 
whose learning behaviours fitted the system more readily (2). 

 
               Not only in the Education Support Unit ranging from the admin., 

staff in the office, to the principal and deputies and the lady in the 
uniform shop, the ladies in the canteen – everyone - they really like 
Bill (son with an ASD) and they really let me know that they really 
like him. He is a big part of the school and well respected.  
Everybody knows him but it is in a good way (5). 

 

This devotion underpinned the school’s ownership of the child with an ASD and served 

to build a fragile trust between the school and the parents that often fostered open 

communication between them.  One of these same parents further commented upon this: 

               We, as parents, completely trusted that the school would use all 
information about Kim (son with an ASD) to foster his development 
and not to excuse it from the responsibility of being inclusive of 
Kim. This fragile trust had been built up over many years of 
successive examples of student-centred decision making by the 
classroom teachers and administration at the school (2). 

 
This need for parents to trust in the school is borne out in research by Stoner et.al. (2006) 

who investigated the perspectives of parents who had a child with an ASD and their self-

reported roles with education professionals and indicated that: 
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               The existing research on trust suggests that interpersonal 
relationships are the primary avenue for building trust (Tschannen-
Moran & Hoy, 2000; Tyack & Cuban, 1995) and that trust is built 
incrementally through personal interactions, encounters and 
exchanges (Rousseau, Sitkin, Burt, & Camen, 1998).  This study’s 
findings support the importance of interpersonal relationships in 
building trust between parents and education professionals (p. 185). 

 
Hence, parents build a relationship over time between the school and themselves that 

allows them to feel confident that their child is in the right place to maximize their 

educational potential and have their situation supported appropriately.   

 

Secondly, as a precursor to the above element, parents designated as important the type of 

welcome they received at enrolment time. Parents valued the type of welcome where they 

(and their child with an ASD) were treated with respect by the administration and were 

seen, from the beginning, as valuable and equal partners in the education process who 

had a right to expect an appropriate education for their child.  This was in sharp contrast 

to some receptions parents had received as evidenced in the sub-category chasing.  The 

following is a sample of such positive experiences: 

               He (the principal) said that our son (with an ASD) would be most 
welcome to join one of the grade one classes the following year.  He 
explained how he would organize a team approach to help with our 
son’s inclusion.  The grade one teacher assigned to my son would be 
invited to join a meeting scheduled the first week of school where 
she would hear about our son’s learning differences from the outside 
professionals who were working with him. We, as parents, would 
also be invited to attend so that we could coordinate the whole 
process and keep all parties aware of the bigger picture regarding 
Kim’s (son with an ASD) progress. If needed, the professionals could 
be consulted by the teacher through us throughout the year if 
difficulties emerged and alternative strategies were needed to 
maximize Kim’s progress. We could not believe what we were 
hearing.  Finally, a person, better yet a principal, who did not need to 
be schooled in the ideal and ethos of inclusion of children with 
special needs (2). 

 
               But with (name of high school) they said that they would like me to 

come in first because they said they didn’t like to talk about the 
children in front of them.  They thought it was disrespectful and not 
going to be a positive thing for them. And from the first interview 
they were very welcoming of us they really wanted us there. And 
then of course, they wanted to meet Bill (son with an ASD). We had 
interviews then with the principal, and the lady who was the 
Coordinator of the Education Support Unit was there and very much 
letting him know that they wanted us there which was very good and 
we were offered a place which was a very big relief (5). 
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               But when I went to the new school and I was sitting there waiting for 
her (the principal) to make me feel relaxed and ‘We will look after 
you’ … and she did.  She was very honest and very … she told us up 
front that she had never had children with Autism before but she did 
mention to me about a little boy by the name of (another child at the 
school with a suspected ASD).  But, she was just very honest. She 
wasn’t sure how she was going to do this but she could assure me 
that he was welcome and that he would learn. That is all that I 
wanted to hear (6). 

 

Often such a welcoming experience acted as an indicator to parents regarding future 

dealings with the administration and the type of support that they could expect when 

difficulties inevitably arose with their child with an ASD.  Parents also appreciated being 

seen as legitimate members of a team where their ‘voice’, and potentially their child’s 

‘voice’, would be heard equally to others. This is exemplified in the dealings which one 

parent experienced in a state-run primary school where she was invited by the principal to 

participate in the selection process of her child’s aide: 

              Yes, and I was totally involved in the interviewing and selection 
process.  I was able to be in the interview stage to go through and 
describe to them a bit about ABA and direct instruction and try to put 
it in a game format, how we would help him (son with an ASD) to 
join in and how we would do some academic work (5). 

 

Given that many parents had spent many years researching their child’s circumstances, 

they felt justified in their expectation that they would be included in discussions and 

decision-making regarding their child’s specific educational situation.  The importance of 

this element is further confirmed in the recent research by MacDermott (2008) who 

investigated the needs of 92 WA families who currently have school-aged children with a 

suspected or confirmed ASD and found that there was a “need by families to be heard 

and for their experiences, expertise and opinions to be accepted as important and equal in 

the care and development of their children” (p.7). 

              
Unfortunately, Australia does not presently have an equivalent US 1997 amendment to 

the Individuals with Disabilities Education Act (IDEA), which mandates that parents of 

children with disabilities have the legal right to be involved in all aspects of their 

children’s education. According to Stoner and Angell (2006) IDEA stipulates that: 

               parents must be invited to participate on their children’s education 
teams as these teams identify and evaluate children for special 
education, set educational goals, and make service delivery choices 
(p. 177). 
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Research confirms that parents serve a key role in providing effective intervention 

strategies for children with an ASD (Feinberg & Vacca, 2000; Lord & McGee, 2001).  

Further to this, MacDermott (2008) states that Western Australian: 

               families/carers need to be recognized as having unique and specific 
information regarding their child’s strengths, challenges and learning 
styles and provided with opportunities to be ongoing collaborative 
partners in designing and implementing intervention/educational 
programs (p. 9). 

 

Regarding the importance of family involvement, research (Iovannone et al., 2003) 

indicates that there are six core elements that have empirical support and should be 

included in any educational program for students with an ASD, these being: 

 (a) individualized supports and services for students and families, 
 (b) systematic instruction, 
 (c) comprehensible/structured learning environments, 
 (d) specialized curriculum content, 
 (e) functional approach to problem behavior, and 
 (f) family involvement (p. 150). 
 

Research also indicates that there is no single best suited and universally effective 

educational method for all children with an ASD over time because of the idiosyncratic 

presentation and progress of the disorder. Research has found that the best programs are 

those that incorporate a variety of objectively verified practices and are designed to 

address and support the needs of individual students and their professionals and families 

with whom they are linked (National Research Council, 2001; Olley, 1999; Simpson, 

2005; Simpson et al., 2003).  Hence, a team approach which incorporates relevant 

expertise regarding the individual profile of the student with an ASD is imperative; with 

such expertise incorporating the ‘voices’ of not only the parents but, if possible, the 

‘voice’ of the student with an ASD as well.   

 

A third key element that parents in the study found invaluable was an openness and self-

awareness of the staff regarding their own knowledge and skill level (or lack thereof) 

when dealing with and educating a child with an ASD. This then allowed parents and 

qualified others the opportunity to provide targeted, evidence-based information 

regarding the idiosyncratic nature of the particular child with an ASD.  It also allowed 

staff to import external expertise to support their interactions with the child with an ASD 

in order to maximize their student’s development. Two parents commented about this 

process as follows: 
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              The teacher was quite happy for her (the aide) to be just 
implementing things that we were suggesting from our home 
program anyway. I think the teachers flounder just like parents do 
unless they have had a lot of experience.  It was lucky for her that we 
were able to supply her with ideas and programs and everything (5). 

 
               Unlike our pre-primary experience, this teacher was willing to 

embrace Kim’s (son with an ASD) learning differences and try to 
work with them. We started the school year with the help of the 
speech therapist and clinical psychologist who had both worked with 
Kim. At the meeting organized by the school, they were able to give 
valuable input to the classroom teacher at the beginning of the year 
about Kim’s learning needs - including strengths and weaknesses.  
They were also available to be contacted if needed throughout the 
year if difficulties arose. This gave the teacher the opportunity to 
gain support if necessary in areas where she felt she did not have the 
expertise (2). 

 
Hence, parents were able to provide external help for the staff to support their efforts to 

educate the child with an ASD appropriately. This fed into the notion of a team approach 

that inevitably arose through such a process. Parents report that Individualized Education 

Planning (IEPs) meetings were very regularly convened to problem solve and plan when 

such a relationship was established in order to maximize the individual development of 

the child with an ASD. The value of such a dynamic is confirmed in Australian research 

by Stanley et al. (2005a) who report that “frequent communication between the parents 

and regular classroom teachers about a student with ASD enables parents and teachers to 

share their knowledge from their different contexts when designing individualized 

education programs” (p. 113). This two-way process allowed parents in this study the 

opportunity to delineate the idiosyncratic nature of their child’s ASD, monitor their 

child’s progress and set new educational goals with input from other professionals 

working with their child. According to parents, this openness also allowed staff members 

to seek external help from not only parents but from other sources such as their own 

school-based Education Support Unit (ESU) and other school staff, the Autism 

Association of WA, the Visiting Teacher network through the Centre for Inclusive 

Schooling within the Department of Education and Training, The Catholic Education 

Office of WA and other sources of expertise outside of their classroom and school. 

 

However, parents in the study also report that such ‘inclusive’ environments do not 

happen by chance.  They are often the result of at least one key member of the staff, 

usually the principal, who is committed to ‘inclusion’ and can muster increasing support 

from the rest of the staff. One such parent-nominated staff member was a Special 
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Education Coordinator (SEC) of an Education Support Unit (ESU) at a high school of a 

particular religious denomination who expressed her strategic plan for ‘inclusion’ in the 

following way: 

               My strategic plan would be that I wanted to change the attitude of the 
whole culture of the school to be an accepting and welcoming 
culture.  It doesn’t matter about the academia.  We will get that right 
eventually and I know that I have to be here for x number of years to 
get that right because that is not right at the moment … So that was 
the first thing I was working for and to have the executive on side.  
All those sorts of things and they take a long time and they take a lot 
of perseverance, persevere, persevere. And then slowly you have to 
work on the differentiation of the curriculum, but I think that once 
you’ve got an accepting community you can say to them, ‘You have 
to write a totally new program’.  They go, ‘Ok’, whereas if I had said 
that to them four years ago they would have said, ‘Yes, stick it up 
your …, I am not doing that’ (9). 

 

As mentioned above, the SEC put in train a process of initially establishing unwavering 

support from the executive of the school to champion the educational rights of disabled 

students. The wisdom of this approach is borne out in West Australian research by 

Chadbourne (1997) who found that “principals occupied the most powerful position to 

shape the cultural framework within which the teachers and TA’s (teaching assistants) 

worked …” (p. 58). Similarly, a DET review (Department of Education and Training, 

2001) investigating service provision for students with disabilities in WA found that the 

principal was a key stakeholder in developing ‘inclusive’ schools.  Hence, in this instance 

the SEC gained the support of the principal who, in turn, put pressure on the mainstream 

staff to take ownership of students with an ASD in their educational care. The SEC 

indicated how the principal routinely sent mainstream staff to the ESU to collaboratively 

problem-solve the difficulties that arose with students with an ASD, rather than try to get 

rid of these students from their classes.  The SEC explained it in the following way: 

               I remember reading this article once about this guy talking about 
inclusion and he said, ‘You always have to work from the top down 
and the bottom up’.  And that is what I believe in, you have to get the 
executive on side who can … I have had teachers run to the principal 
and say, ‘I don’t want that kid in my room, he is so totally disruptive, 
… and I can’t handle that’.  And the principal just says, ‘Go and talk 
to (the SEC) I don’t want to hear it.  Figure it out.  He is in your 
class, he is your responsibility, if you can’t deal with it.…’  And 
that’s his way, when people used to go running to him, they have 
learned not to go running to him (9). 
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The SEC outlined a very large number of initiatives that she had implemented to change 

the culture of the staff, parents and students to enable the school to become as ‘inclusive’ 

as possible.  The Special Education Coordinator put it this way,  

               I have seen other coordinators who have been primary school 
teachers and they haven’t got a handle on what is needed to convert a 
community, what disability means. And that is what they should be 
training teachers in, not just the academia. There needs to be a whole 
thing on disability.… The one thing (you have to do) … you have to 
make the community proud of what they are doing and if you do that 
you will win them over.… It does take more than what you read in 
these books on inclusion, differentiating curriculum, ABA and all 
that stuff, it is more than that.  It is far more (9).   

 

The SEC implemented a process that involved placing the child with an ASD in 

important roles in a public arena so that the school community could witness their 

increasing value to the school.  One important initiative introduced by the SEC was a 

particular yearly mass run by the students from the ESU.  This mass initially had only a 

few people attending it but has since become one of the main events in the school 

calendar.  The students were also involved in other important school events - their art 

work was entered into art competitions; they provided morning teas for parents and staff; 

they attended camps with mainstream staff; and became mainstream school prefects. 

These initiatives were designed to encourage the school community (staff, students and 

parents) to take ownership of the disabled students in their school.  In particular, they 

were designed so that the staff would eventually more readily participate in ‘inclusion’ 

and be more open to collaboratively and creatively problem solve difficulties in the 

mainstream classroom with the help of the ESU staff.   

 

The SEC also indicated that the existence of the ESU, especially in a high school 

environment, allowed ‘inclusive’ expertise in relation to students with an ASD to be 

readily available at all times to mainstream staff when it was routinely needed.  The SEC 

commented about this need in the following way: 

               It also needs a unit to model how to be with these kids. Having 
teachers, like our TA’s (teaching assistants) are great, to model how 
to speak to them (disabled students) and intervene. We have had 
TA’s and myself, support staff, who go out to the mainstream classes 
to model what to do and to intervene. It is all about intervention at 
the right time and not too much. To intervene to say, ‘This kid is not 
getting this, you are overloading this kid and he is getting more 
stressed - back off’. And putting things like visual cues with the 
teachers, I mean, even having a tick chart for teachers. You are 
training the teachers as much as the kids (9). 
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The SEC nominated this role modeling to other members of the school community, 

especially the staff, as imperative in the quest to promote ongoing, appropriate ‘inclusive’ 

practice in the school.   

 

The SEC also indicated that when behavioural difficulties inevitably arose with students 

with an ASD a high degree of understanding and an evidence-based functional 

assessment of the child’s situation should occur.  This is described by the SEC in the 

extended example below: 

               Well, one of our students went through a stage, I think it was Year 8 
or Year 9.  He would hug girls, not just hug them tackle them to the 
ground and lay on top of them and want to rub himself on them.  And 
you have to nip that in the bud. At another school I was talking to the 
lady there from Special Ed. and she was calling my student ‘a 
deviant’ because he was doing this behaviour. I thought he was not a 
deviant he just didn’t understand.   

 
               Anyway, we went through a whole lot of talking and social stories 

and circle concepts and it stopped. What was interesting I used to say 
to him, ‘Feelings are fine, but it is what you do with them, it is like 
me wanting to go and punch someone’s lights out because I am so 
frustrated with it … I can’t do that, it doesn’t mean I can’t be 
frustrated’.  And he could understand all of that - it was amazing.   

 
               We went on camp last year and we had these talks for two years and 

on and on and on. Anyway, he got a bit attracted to one of the girls 
on camp and I could see him doing a bit of leaning, doing a bit of 
groaning.  So I pulled him aside and said, ‘Now what are we talking 
about, it’s fine that you are attracted to this girl, that is normal, you 
are fourteen or fifteen and that is normal stuff , it is ok. But instead 
of doing that (leaning and groaning), she doesn’t understand that, 
what she understands is you talking to her and getting to know her as 
a friend’.  

 
               So, at dinner one day, I am sitting opposite, he looked at me and you 

could see him wanting to lean, he had this beautiful grin on his face 
and he leaned forward and said, ‘So how was your day?’  It was kind 
of like … and then, she knows that I am attracted to this girl but she 
knows what I am trying to do and that kind of acceptance was just 
great for him - that I am not going to be berated or called ‘a deviant’.  
Now he does talk to girls and he doesn’t do any of that stuff.  He 
doesn’t do any of that hugging or wanting to be close to people at all.  
It is almost like he has grown through that and he has learned that 
that is not what you do (9). 

 

Unfortunately, according to the parents in this study this level of ‘inclusive’ expertise is 

not reliably available in many mainstream schools in WA, especially at high school level, 
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and as a result the situations described in the sub-categories of chasing, waxing and 

waning and checkmate often occur. Currently, parents cannot feel confident that their 

child with an ASD will be reliably welcomed and educated appropriately in mainstream 

schools in WA. The sub-category of finding fit provides some insight into what parents 

view as vitally necessary in the education of their children with an ASD and presents a 

preliminary way forward to improve ‘inclusivity’ in WA schools. It is important to 

remember that while there may be ‘best practice’ knowledge available regarding what is 

needed to produce effective, evidence-based educational practice for students with an 

ASD (Iovannone et al., 2003; Jones, 2006; Myles & Adreon, 2001; Simpson, 2004, 

2005), there still remains the difficulty of trying to gain the commitment of staff to 

become fully ‘inclusive’ of students with an ASD. Jordan (2005) makes the valuable 

point that while “staff need knowledge and skill to understand ASD and the individual 

child, … above all, they need commitment to doing the best for the child” (p. 111). 

 

To recap, parents find educational ‘fit’ (seeking progressive fit) in a mainstream 

environment where they experience unwavering staff devotion toward the development 

of the child with an ASD. This commitment to the child is exemplified initially in the 

type of welcome they and their child receive at enrolment time where parents are seen as 

equal partners in the education process. Parents also nominate as important the self-

awareness shown by the staff regarding their own knowledge and skill level (or lack 

thereof) when dealing with a child with an ASD. This awareness allows parents and 

qualified others the opportunity to provide appropriate, evidence-based information to 

staff regarding the individual educational requirements of the child with an ASD.  Parents 

indicate that at least one key staff member, often the principal, is generally responsible 

for mustering increasing support for ‘inclusive’ practice within the school.  The existence 

of an Education Support Unit experienced in ASD ‘inclusive’ practice often allows other 

staff access to role modeling and support at crucial times to ensure the educational 

welfare of the student with an ASD. 

Conclusion 

The overall proposition generated is that parents deal with the processes involved in 

educating their child with an ASD over time by seeking progressive fit and in doing so 

they progress through four stages.  This chapter has detailed the central elements of 

Stages Two (Waging War) and Three (Strategizing Solutions) in relation to the 

mainstream formal schooling years.  The next chapter will detail the central elements of 



 217 

Stages Two and Three in relation to the formal schooling years not inclusive of the 

mainstream schooling experience. It will also give an explanation of the fourth stage of 

the theory (Framing Futures) where parents seek to transition (transitioning) their 

children with an ASD from formal schooling to work or study.  Additionally, it details 

the process undertaken by some parents of children with an ASD who seek to redress the 

imbalance (redressing the imbalance) continually operating in their lives. 
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Chapter Eight: Stages Two and Three – The Formal Schooling Years 

(Supplementing, Opting Out) & Stage Four 

 

This final theory chapter concludes the development of the theory generated from the 

central research question ‘How do parents deal with the education of their children with 

an ASD over time?’  It explains the relevance of Stages Two and Three in relation to 

parents’ supplementing and opting out during the formal schooling years. This theory 

chapter concludes with an explanation of the fourth stage of the theory (Framing 

Futures) where parents seek to transition (transitioning) their children with an ASD from 

formal schooling to work or study.  It also details the process undertaken by parents of 

children with an ASD who seek to redress the imbalance (redressing the imbalance) 

continually operating in their lives. 

The Formal Schooling Years (Supplementing, Opting Out): An Overview 

As described so far, three categories of experience emerged when parents tried to access 

formal schooling for their child with an ASD. The three categories were as follows: 

category one (mainstreaming), category two (supplementing) and category three (opting 

out). Chapter Seven detailed and expanded the first category (mainstreaming). Chapter 

Eight will now explain the second category (supplementing) and the third category 

(opting out) of parent experience during the formal schooling years.  From the category 

of opting out two different sub-categories of parental experience emerged, home 

schooling and segregating.  

 

Over time, parents choose to supplement (supplementing) the formal schooling 

experience of their child with an ASD with a multitude of interventions to ensure that 

they maximize the educational progress of their child with an ASD. They often do this 

because of the unreliable nature of the mainstream schooling experience and the 

idiosyncratic needs of their child’s profile. Supplementing is a process that is directly 

affected by the conditional matrix of the family who has a child with an ASD.  At its best, 

the school is able to work with the family to utilize the supplementary programs within 

the child’s educational program to maximize their development. When a family’s 

resources are limited, supplementing is reduced to what is provided through the 

government-subsidized system. Such services are often lacking in appropriate 

individualization, intensity and quality of service provision. Unfortunately, when parents 
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supplement their child’s education they undertake yet another responsibility associated 

with maximizing the educational progress of their child with an ASD and this adds to the 

already burdensome nature of their lives.   

 

When mainstream education is no longer a viable option and a crisis point has been 

reached, parents sometimes choose to opt out (opting out) in two forms, homeschooling 

and segregating.  In the first instance, home schooling is adopted by parents to create 

educational ‘fit’ (seeking progressive fit) for their children with an ASD. Parents home 

school because they are concerned about the ongoing negative socialization, insufficient 

academic progress and the failure of schools to understand their child’s profile or the 

nature of their disability (Reilly, 2007). However, home schooling is only undertaken if 

the individual circumstances of the family are able to support such a situation. Home 

schooling provides a safe, flexible and individualized education program for the child 

with an ASD but, it also places more responsibility onto the parent-in-charge of the 

program and removes their ability to gain external paid work outside the home. During 

home schooling, parents use external services and adopt maverick strategies to improvise 

their own educational programs depending upon the parent’s background, experience, 

confidence, the age of the child and the nature of the educational programs that the child 

with an ASD may need.  

 

Alternatively, when parents experience a continual lack of ‘fit’ (seeking progressive fit) 

for their child with an ASD in a mainstream schooling context they may opt to place their 

child in a segregated (segregating) Education Support School contextually designed for 

children with disabilities. Parents inculcated in the notion of ‘inclusion’ find it hard to 

reconcile such decisions with their quest to help their child eventually take up their 

rightful place in the external mainstream world.  However, parents gradually accept over 

time, that they must place their child with an ASD in an educational environment where 

they experience the best ‘fit’ and their education will be appropriately supported and 

accommodated.   

Category two: supplementing. 

As previously evidenced in the EI years and the sub-category, broadening, parents often 

see little difference between ‘therapy’ and ‘education’ as they both potentially target 

overall improvement in the development of the child with an ASD and one can 

reciprocally complement the other. Through experience, evidenced in sub-categories of 
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chasing, waxing and waning and crisis point, parents learn that it is important to provide 

other supplementary programs to ensure that the child with an ASD has access to a 

reliable form of education irrespective of their ‘fit’ with the schooling context occurring 

at the time. Parents have also become aware that to maximize their child’s educational 

development they must address the idiosyncratic needs of their child’s profile. This 

means that parents seek to construct an individualized intervention package, with the help 

of key professionals and others, which addresses the specific difficulties experienced by 

their child.  As one of the parents in the study put it: 

               … there is no single magic bullet.  We have had, at times, multiple 
things on the go. This may not have been the best research-based 
approach, but we did not feel we had the time to do things any other 
way (3). 

 
This quest is tempered by the conditional matrix (Strauss & Corbin, 1990) operating in 

parents’ lives at the time that serves to either reduce or increase their ability to 

supplement their child’s development during their formal schooling years.   

 

According to the parents in this study, supplementing is a process that often extends those 

therapies begun in the early intervention education years over the formal schooling years, 

mainstream or otherwise, and includes many different types of interventions, deemed 

useful by parents in their quest to help their child learn and improve in all areas of 

development. One parent explained the process of supplementing in the following way: 

               I guess that is where the therapy programs and extra educational 
programs come in.  You know that they have to be running alongside 
what they do just in case the school program is not working.  It is 
almost like the secondary stuff that you do on your own is like a 
safety net and if you crack the jackpot and you have a good 
educational program at school plus all of the therapies are doing their 
job too, well you know it is going to be a great year.  But, if you have 
a second rate educational program going on at school you know you 
have to supplement it. To keep the other situation buoyant and 
hopefully feed into it what might need to happen if we see that the 
situation at school is not working because our kids don’t have time to 
waste (2). 

 

Parents in this study tried a multitude of interventions including: gluten-free/casein-free 

diets, Vitamin B12 injections, auditory integration therapy, sensory integration therapy, 

fluency training, kinesiology, anti-candida regimes, immune-modulating drug therapies, 

fruit juice supplements, numerous drug regimes, sporting programs, drama and music 

studies, social skills training courses, sibling awareness training, the Kumon method of 

mathematical and language education (Kumon Australia & New Zealand, 2007) and 
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many more idiosyncratic interventions suggested as useful by both professionals and 

parents alike. Parents indicated that the results of these therapies were never guaranteed 

and while one parent may have great success with an intervention there was no guarantee 

that the same intervention would be useful for another child with an ASD.  

 

Some parents in the study also found that some interventions actually produced harmful 

effects in their child.  For example, one parent in the study had to have her child with an 

ASD hospitalized after they had an adverse reaction to prescribed drugs. Research 

(Broadstock, Doughty, & Eggleston, 2007; Kerbeshian, Burd, & Avery, 2001; Posey & 

McDougle, 2000, 2001) indicates that drug therapy has been used by parents of children 

with an ASD to treat such disabling symptoms as epilepsy, anxiety, aggression, agitation, 

hyperactivity, inattention, irritability, repetitive behaviours, self-injury and so on. There 

has been limited research on investigating the effectiveness of combining drug treatments 

with behavioural, educational and/or psychosocial therapies (Broadstock et al., 2007; 

Chalfant, Rapee, & Carroll, 2007). Unfortunately, parents in the study also indicated that 

there was no guarantee that the results of supplementing would always be positive and 

often the process was a ‘hit and miss’ affair for their individual children with an ASD. 

 

According to parents, they were often left to their own devices to work out an 

intervention regime, in a ‘trial-and-error’ fashion, that would maximize their individual 

child’s development over time. There was often no guarantee that a particular 

intervention would be successful but parents often felt duty-bound to try different 

interventions to give their child the best chance of improving as evidenced by the 

following comments of one parent in the study:   

               You never know if you didn’t (try different interventions) … Bill’s 
(son with an ASD) progress was slow, as I said, until we started the 
dietary intervention, but you never know with the regression how 
low he may have got and never got back from if we hadn’t been 
doing what we had been doing.  So, that is why it is so hard to gauge 
(if a therapy is working) I think because you don’t have that control 
alongside to know what would have happened otherwise.  So, I think 
you have to, for your own peace of mind, know that you have done 
everything that you could do even if it helped or not (5). 

 

Parents in the study indicated that this ‘trial-and-error’ process took time, financial 

resources and research (researching) to achieve the best results in the child with an ASD 

and the process could only be undertaken if the parent’s circumstances allowed it to 

occur.  Parents indicated that the process of supplementing was yet another, often 
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expensive, task undertaken by parents of children with an ASD to ensure their child’s 

educational progress and this added to the already difficult and stressful nature of 

parents’ lives.  Parents often sustained supplementing by organizing appointments, 

transporting their child with an ASD to such appointments, conducting external programs 

and this reduced their ability to access external work. This process often placed more 

pressure on both the main breadwinner who must fund such interventions and the parent-

in-charge of the supplementary interventions who must implement them.  This dynamic 

also reaffirmed the existing division of duties undertaken by different parents in some 

families when trying to educate their child with an ASD. 

 

Parents further explained that their children with an ASD often had comorbid conditions 

such as sensory issues, depression, anxiety problems, epilepsy and so on that needed to 

be investigated and addressed to ensure that maximum educational progress could be 

achieved. Research has affirmed that the best educational programs for students with an 

ASD are those that incorporate a variety of objectively verified practices and are 

designed to address and support the needs of individual students and the professionals 

and families with whom they are linked (National Research Council, 2001; Olley, 1999; 

Simpson, 2005).  However, this situation places parents in the very demanding 

circumstance of choosing and sometimes, conducting appropriate and effective 

educational practices and other interventions regarding their individual child with an 

ASD.  Consequently, there is a long-standing tradition by parents of children with an 

ASD of choosing educational methods and other intervention strategies that sometimes 

lack efficacy and proven utility for their individual child (Francis, 2005; Gresham et al., 

1999; Heflin & Simpson, 1998; Simpson, 2004, 2005).   

 

In a recent local WA newspaper article investigating the use of alternative therapies by 

WA families who have a child with an ASD, the head of the Autism Association of 

Western Australia “warned parents that there was a whole industry of gimmicks claiming 

to reverse or dramatically improve Autism and sadly, none was a magic bullet” 

(Videnieks, 2008, p. 2).  In the same article there was also a call by the head of the WA 

State Child Development Centre, for “the alternative medicine field to conduct 

appropriate research into their methods” (p. 2).  This need for further research is borne 

out in a review article investigating nutritional and environmental approaches to 

preventing and treating Autism and ADHD, which states that “larger studies are needed 

to determine optimum multifactorial treatment plans involving nutrition, environmental 
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control, medication, and behavioral/education/speech/physical therapies” (Curtis & Patel, 

2008, p. 79).  Further to this, in a recent presentation at the Asia Pacific Autism 

Conference 2009 titled Reviewing the evidence for and against complementary therapies 

in Autism, it was suggested that professionals can assist families making decisions about 

treatment by having systems in place in order to appraise and comment on the various 

treatments available (Wray, 2009). 

 

At its best, parents in the study found that this process of supplementing was fully 

supported by the school environment whereby the school and parents worked as a team to 

ensure that the other interventions were dovetailed into the formal schooling process and 

used to maximize the child’s development.  This process was underpinned by a mutual 

respect and trust between the school, the parents and others whereby details of external 

programs were shared so that all parties could give feedback to one another and 

appropriately support the child with an ASD. One of the parents explained this process in 

the following manner: 

               Meanwhile, we continued at home with all the various programs 
which we knew Kim (son with an ASD) still needed so he could 
progress as quickly as possible. The psychologist visited Kim’s 
classroom in February, May and November of that year. She, once 
again, provided statistical feedback on the progress of Kim 
throughout the year in the areas of classroom and playground 
behaviour. These measures helped to provide feedback to the school 
and ourselves as to the success or otherwise of strategies adopted in 
the classroom and playground to help maximize Kim’s functional 
learning and social behaviours. Programs were also implemented at 
home to support the programs in place at school … My partner and I 
were completely overwhelmed and delighted by the level of support 
shown by the school. They had taken complete ownership Kim and 
were willing to do everything they could to maximize Kim’s 
potential. The teacher was very willing to implement the suggestions 
of this (psychological) report and subsequent ones and each one 
confirmed that Kim was rapidly improving in both academic and 
social areas. 

 
               The school situation was supported by us in the form of a social 

skills training course conducted at home.A home therapist (volunteer 
psychology student) provided an appropriate program which directly 
supported the skills being targeted at school. Copies of the reports 
were distributed to the school, to us at home and to the other relevant 
therapists who could use the information to supplement their own 
intervention programs.This was especially useful when Kim was 
experiencing difficulty with the more abstract requirements of the 
curriculum. Speech therapy could directly target these areas of 
difficulty by implementing appropriate programs. We, in turn, at 
home could help to generalize these more difficult concepts. The 
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process became one of fluid communication and problem solving 
with everyone seemingly on the same side (2). 

 
As evidenced above, this process of supplementing could only occur properly in a school 

situation exemplified in the sub-category, finding fit, where the culture of the school did 

all in its power to maximize the development of the child with an ASD.  It is important to 

note that these parents were in a financial position to supplement the education of their 

child with an ASD with private service providers.  They were also involved in the type of 

parent partnership where one parent concentrated on maximizing the development of the 

child with an ASD while the other parent provided the majority of funds to do so. 

 

The process of supplementing the education of a child with an ASD was directly linked to 

the ‘conditional matrix’ (Strauss & Corbin, 1990) operating in the lives of the respective 

families in this study.  At the other end of the spectrum to the situation cited above sits 

one of the more vulnerable single parent families in the study who was financially unable 

to afford supplementing through private means. As evidenced in the category, settling, 

this same parent had to continue to settle for what was funded through the state system.  

In the following comment, this parent expressed the continuing difficulty of her situation: 

               … as soon as he became school-age, apart from (government-funded 
private intervention provider), if I wanted him to have therapy I had 
to pay for it privately. So basically, parents who don’t have the funds 
it (intervention) comes to a standstill at that time (7). 

 

This same parent expressed disappointment about the paucity and lack of quality of 

government-funded intervention services available for her child with an ASD in the 

following general way: 

               And there are a lot of things that are very lacking in Disability 
Services. I have always thought that they and (government-funded 
private intervention provider) should be called Johnson & Johnson’s 
Bandaids because that is all they are a Bandaid effect (7). 

 
She also noted the significant drop in appropriate state-funded intervention services when 

her child with an ASD began Year One by stating: 

               It only continued up until he hit Year One.  If I had kept him in pre-
primary for five years I would have been right … There was total 
inadequacy (after Year One), no way can one therapist come out 
once a week and benefit thirty children, maybe it wasn’t thirty then, 
but there are thirty at (name of school) now. But, even if they only 
had ten, one therapist can’t come out (7). 
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This parent also remarked about the lack of individualized therapy available to her child 

at this time. According to this parent, the state-funded therapists conducted her child’s 

program mainly through the other school staff (aides and teachers) and there was little 

individualized therapy offered. Unfortunately, this meant that the quality of the therapy 

was potentially affected by the calibre of school staff implementing it as evidenced in the 

parent’s comments below: 

               I have written to (government-funded private intervention provider) 
and asked how they treat the individual student and basically the 
answer that comes back to you is that they work with the teachers 
and aides who then implement the program over the ongoing weeks.  
If you have got a numbskull of an aide … (7). 

 

This parent also expressed concern about the lack of consultation between the therapist 

and the parent regarding the intervention program of the child with an ASD.  According 

to this parent, the process of gaining therapy began with a Family Screening Assessment 

where the parent was supposed to prioritize the therapy needs of her child before therapy 

could begin the following year.  Unfortunately, because of the lack of services available 

through the government funded system this often translated to a situation where a child 

received one term of a specific therapy followed by one term of another therapy and so 

on and that therapy was mainly implemented through the school staff.  The parent 

explained it in this way: 

               You don’t know what they do, you go to the Family Screening 
Assessment, then you supposedly prioritize your wants … and then 
they offer you, you never get all the things that you want.  They will 
offer you one term which will be OT (occupational therapy), one 
term will be Speech … I don’t remember the last time Bob (son with 
an ASD) had a physiotherapist (7). 

 
This parent was also very concerned about the lack of communication between herself 

and those therapists-in-charge of her child’s therapy program.  She commented that she 

had never met face-to-face the OT who had been organizing her son’s program at his 

school until some nine months later: 

               Like at the moment (August, 2007), I have just been dealing with the 
OT and this is a classic example. The OT has been a girl by the name 
of (OT’s name) who I had never met. I spoke to her on the phone 
once. This is since his last family screening in November. Then I get 
a letter from (OT’s name) and a phone call to back it up to say that 
she has a graduate student with her now, (graduate student’s name) 
who will be servicing (school’s name). At this stage I had an 
appointment at the Independent Living Centre to meet with (OT’s 
name) who came along and then introduced me to (graduate 
student’s name). I had to laugh, I said, ‘Nice to meet you (OT’s 
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name). I know you have been working with Bob (son with an ASD)’. 
It was like tongue-in-cheek because I thought, ‘This is ridiculous, it 
is all pretend’. I can’t take it out on them personally because it is the 
system.  It is lip service (7). 

 
Unfortunately, this parent felt that while there was a semblance of therapy given through 

the government funded system in reality it panned out to be a form of ‘lip service’ 

because of the paucity and ineffectiveness of the therapy programs given and the lack of 

consultation with the parents.  

 

In a further example of the futility of the therapy given through the government-

subsidized system this same parent described a group therapy session that her son had 

been involved with in a previous year at his primary school. This after-school group 

session was conducted by an OT and speech therapist and was organized for all of the 

disabled children in the school irrespective of their disability or academic level.  The 

parent described below the difficulties associated with including her son with an ASD in 

such a group program in the following way: 

               They decided to run a group, the OT and (name of speech therapist) - 
this ‘after-school’ group … Now we were to all meet down in 
Special Needs at 3.30pm. Well, instantly when you have got children 
… any child thinks that it is time to go home … The whole thing was 
bad for me. All of the buses had arrived to pick up (high school 
students) and Bob (son with an ASD) was fascinated, and Bob was 
not interested like (name of another student with an ASD) sitting at 
the front having all the kids around reading a story. The story 
involved going to the fair and there was the ferris wheel … this 
concept is well beyond Bob … We all had to take food in because 
they are used to eating at that time. (Another student with an ASD) 
wasn’t at all happy because he doesn’t like everybody in the Unit at 
the same time that he is in the Unit. And then, you had (name of 
another disabled child) who wants to help Bob and won’t leave him 
alone and touches him all of the time. I am sitting there thinking, 
‘This is such a waste of time’. And then they do a task after the story 
is read relating to the story. And so I am sitting there and thinking 
and looking at (fellow parent of child with an ASD). At first, I start to 
think maybe it is me, maybe I am not appreciating what they are 
trying to do, so I left earlier than everybody else because Bob was 
just full on and disrupting everything.   

 
               And then the next week we tried it again. It is not like I did not keep 

going back. But the next week I thought … ‘There is no way that 
Bob can comprehend this story. I am going to have some time out to 
watch the buses’. So that became a part of our routine, I just took 
Bob and we sat happily in front of pre-primary and we watched the 
buses.  Then I would take him back in and if the task was appropriate 
we would play with the task … and in the end, I actually said that I 
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would not be bringing Bob anymore because this is far beyond Bob’s 
skill level … when that happened I just thought this is so inadequate 
that if this can happen and they can invite us along to this how well 
have they got to know Bob because this is just far beyond him?  I 
actually said to (fellow parent of child with an ASD), ‘You know if 
this is what they are doing after school in front of me what is 
happening at school?’ (7). 

 
Unfortunately, this parent expressed regret that she was only in a position financially in 

the latter years of primary school to bring in some private and individualized 

supplementing to maximize her son’s development: 

               Unless you can financially provide it there is nothing.  And I am only 
now getting to the stage where I am starting to financially look at 
putting … which is probably a good thing because maybe Bob (son 
with an ASD) is ready for it now. I have got a little bit of money 
behind me in the bank. I never want to start anything and then you 
have to stop. The new speech therapist (private) that (fellow parent 
of a child with an ASD) has been going to sounds like she would get 
to know Bob and would be able to help Bob (7). 

 
This lack of ability to supplement her child’s education appropriately left this parent with 

the most difficult of situations to deal with of all the parents in the study. Presently her 

fifteen-year old son with an ASD is non-verbal, self-injurious and has very limited 

communication skills.  He has also not yet been toilet-trained. This situation exists even 

though her son with an ASD has supposedly been given communication intervention and 

toilet training throughout his primary and high school years by government-subsidized 

therapy providers.  The parent explained the difficulties with the process as follows: 

               The system at (name of government-funded private intervention 
provider) is that every year I get new therapists. Every year they 
come in with the best of intentions and they usually give Bob (son 
with an ASD) the new kid off the block (new therapist). And they are 
very keen and then they shit themselves on their first meeting with 
Bob because either they watch him have a full meltdown and bite 
through his arms or they cop a whack … then it takes them definitely 
the first semester right up till about August to start to get used to him 
then I have a term of a little bit. Then I get a new therapist all over 
again the next year (7). 

 
According to this parent, the government-subsidized process of supplementing did not 

have the quality or intensity of service provision needed to address seriously the major 

individual difficulties of her child with an ASD. Unfortunately, each year the ineffectual 

process repeated itself because of the inexperience of the staff dealing with her child. 

Hence, if parents do not have the resources to supplement privately their child’s 
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development they will have little chance of maximizing their child’s ultimate educational 

potential as evidenced by the experiences of this parent in the study. 

 

To summarize, parents choose to supplement (supplementing) their child’s formal 

schooling with a multitude of interventions to ensure that they maximize the educational 

progress of their child with an ASD because of the unreliable nature of the formal 

schooling process and the idiosyncratic needs of their child’s profile. Supplementing is a 

process that is directly affected by the individual circumstances of the family who have a 

child with an ASD.  At its best, the school is able to work with the family to utilize the 

supplementary programs within the child’s educational program to maximize their 

development.  When a family’s resources are limited, supplementing is reduced to what is 

provided through the government-subsidized system and such services are often lacking 

in appropriate individualization, intensity and quality of service provision.  

Unfortunately, when parents supplement their child’s education they undertake yet 

another responsibility associated with maximizing the educational progress of their child 

with an ASD and this adds to the already difficult and stressful nature of their lives.   

Category three: opting out. 

In the initial instance, parents in this study experienced the quest of continually seeking 

progressive educational fit for their child with an ASD in a mainstream formal schooling 

context.  However, when such ‘fit’ is constantly lacking as evidenced in the sub-category 

of crisis point, they are forced or elect to opt out of mainstream schooling by either home 

schooling or placing their child in a segregated Education Support School (segregating).  

Once again, in these circumstances parents of children with an ASD strategize solutions 

to meet the individual educational requirements of their child. This opting out of 

mainstream schooling eventually occurred in four of the six families in this study. As 

previously indicated, only one of the families in the study was able to have their child 

with an ASD remain in mainstream education for the full duration of their formal 

schooling years. This ‘opting out’ serves to indicate the great degree of difficulty 

experienced by the majority of families in this study when trying to access reliable and 

appropriate educational ‘fit’ for their child with an ASD in a mainstream schooling 

context. The following two sub-categories of home-schooling and segregating explain in 

detail how parents deal with these situations.   
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Sub-category one: home schooling. 

Two families in the study decided to home school (home schooling) their children with an 

ASD after their child’s mainstream schooling had reached a crisis point as evidenced in 

the sub-category, crisis point. This reaching of a crisis point situation is similarly 

described in current research investigating how West Australian parents home-school 

their intellectually disabled children where Reilly (2007) indicates that parents choose to 

home school because they initially reach a “crisis point” in their child’s formal schooling 

(p. 181).   

 

In one family involved in the study, this crisis point was reached during the child’s 

primary school years after the child had unsuccessfully attended three state-run primary 

school mainstream environments. The parent finally intervened at the point where the 

child with an ASD had expressed suicidal thoughts at the age of ten as evidenced in the 

sub-category, crisis point. By contrast, the other family’s son with an ASD had 

previously experienced a successful, ‘inclusive’, private mainstream schooling 

environment over the duration of his primary school years. Unfortunately, this experience 

was followed by continuous difficulties in two mainstream high schooling contexts, both 

private and public. Like the experiences of the other family, both mainstream school 

environments eventually proved to be untenable for this student with an ASD who 

experienced both bullying and a lack of ‘inclusive practice’ until a crisis point was 

reached.  This crisis point occurred when the student with an ASD was eventually 

physically assaulted on a school bus. The student with an ASD had his underpants 

forcibly ripped off from inside his school shorts by a number of his high school peers 

during his school bus ride home. The police were subsequently brought into the situation. 

Under such circumstances, the parents felt that their child with an ASD was no longer 

safe in his mainstream high school environment.  The parents also felt that their son with 

an ASD had suffered too much emotional trauma attending such a mainstream 

environment, so they elected to home school their son from that point on.  

 

The experiences of these two families echoes the current research on other West 

Australian parents who home school their intellectually disabled children. This research 

indicates that parents home school because they are concerned about ongoing negative 

socialization (including bullying), insufficient academic progress and a failure by schools 

to understand their child’s academic and social profile or the nature of their disability 

(Reilly, 2004, 2007; Reilly, Chapman, & O'Donoghue, 2002). As evidenced by the 
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parents in this study who eventually chose homeschooling to educate their child with an 

ASD, home schooling is a viable option only if the family have the resources, financial or 

otherwise, to support such a situation. This is consistent with  research on home schooling 

of disabled children which indicates that parents undertake home schooling with limited 

or no funding and there is often a division of duties where the mother becomes the 

primary teacher and the father assumes the main breadwinning responsibilities (Ensign, 

2000; Reilly, 2004, 2007; Reilly et al., 2002).  As will be recalled, this division of duties 

is already well established in most families who have a child with an ASD when parents 

have tried to maximize and supplement their child’s progress during the EI years and 

beyond. One of the parents in this sub-category commented about the lack of financial 

support for home schooling parents in the following way: 

               … if the parents are prepared to home-school for three or four years, 
or six years as it was for me, they should pay that person to be a 
home tutor so that you would be getting a wage of some kind 
because we are saving them a shitload of money in the future by 
making them independent so that they don’t become a drain on 
welfare as they get older. I think it would help so many parents 
financially and would help your self esteem if the government 
recognized you and said this is your role we can see that you are a 
home teacher (4). 

 

The other parent in this sub-category also commented about the ongoing financial loss 

associated with the time that parents take out of the workforce and the implications of 

this: 

               Because it is not the years that you are out (home schooling), it is the 
years that you are not being promoted, it is a range of things that you 
give up (2). 

 

Unfortunately, parents who do not have the resources to home school must continue to 

undertake the frustrating process detailed in the sub-category of chasing in an attempt to 

seek, gain and maintain progressive fit for their child with an ASD in the mainstream 

system.  This is especially so when the child with an ASD does not ‘fit’ the IQ entrance 

requirements for a segregated Education Support School.  It should be noted that both 

students who were home schooled in this instance did not ‘fit’ the entrance requirements 

needed for an Education Support School placement as they had diagnoses of Asperger’s 

Syndrome and high functioning Autistic Disorder and were not deemed to have an 

accompanying intellectual disability.   
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Through use of the home schooling option both families were able to substantially 

increase the educational ‘fit’ for their child with an ASD. Parents indicated that 

individualized education plans could be organised to target their child’s specific needs on 

a one-to-one basis without the need to negotiate a large external mainstream schooling 

context. Research also confirms that parents who home school their disabled children 

generally work on a one-to-one basis with their child and eventually, through ‘trial and 

error’ individualize instruction according to their child’s abilities/interests/social needs 

and pace of learning (Ensign, 2000; Reilly, 2004, 2007; Reilly et al., 2002).   

 

The parents in this sub-category also indicated that home schooling reduced the stress 

experienced by the student with an ASD substantially. However, home schooling also put 

another layer of responsibility onto the parents and added to the already difficult nature of 

their lives as evidenced by the comments of one of the mothers below: 

               The only problem with it (home schooling) is that it is a double- 
edged sword because then you take it all on and then it is your 
responsibility and you don’t have time for the other parts of your life. 
And I have found by taking on board everything with regard to Kim 
(son with an ASD) and doing home schooling and all the rest of it I 
am quite emotionally drained all of the time (2). 

 

Hence, while home schooling reduced stress in some family members, especially the 

student with an ASD, it also increased the pressure placed on the parent-in-charge of the 

home schooling program.  It is important to note that the marriage of one of the parents in 

this sub-category broke down during this period of home schooling.  

 

In relation to reducing this extra pressure, one of the mothers indicated that she enlisted 

extra support and supplemented her son’s home-schooling program by employing others 

to help her.  She explained this process in the following way: 

               I engaged a series of tutors for Paul (son with an ASD), that I had to 
pay for myself. There was no help for that. I had four Uni students, 
one guy and three girls who I would get to take him out, to come to 
the home and do little tasks with him … to take him out for social 
outings, to go bowling, to go on trips.  I would tell them what to talk 
to him about, talk to him about catching the bus, what you had to do, 
talk about crossing the road, all that sort of thing … Because I would 
see, especially after my husband left home, that I was going to be a 
complete cot case if I was going to have to do it all myself (4). 

 
Both parents-in-charge of the home program also enlisted the support of their mothers to 

redress the imbalance in their lives exacerbated by home schooling as evidenced below: 
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               My mother has been a constant source of help and support to all of 
our immediate family. Without her, I feel I would have become quite 
bitter and depressed about how things have turned out for our family. 
She has always accepted all of the children unconditionally and 
equally … She comes to my home daily during the working week 
and helps with the evening meals. She listens to my woes and 
comments very little. Often this is the best way because I often have 
the solutions within me but I just need time to work them out.  
Without her, my life would have been much more difficult. I witness 
friends who also have children with an ASD who are away or 
estranged from their families and I can see that their situation is so 
much more difficult than mine.  I know that my mother can do little 
to help with the formal education of my son but her support in other 
ways is just as important. For without this, I would not have the same 
level of positive energy to face the challenges which come almost 
daily with my son’s education (2). 

 
               But, I mean having said I don’t get on well with my mother, which I 

don’t, but she was very good with Paul (son with an ASD) especially 
during those years (home schooling). I mean, she related to him very 
well and he would probably go to her place once a fortnight, and 
spend half a day there and have an overnight stay as well. It is great 
if you have got a family member (4). 

 

However, such initiatives were only possible because the resources of the family, 

financial and otherwise, allowed them to occur. This process of gaining support from 

others included a range of measures designed to help with a full array of situations from 

educational to emotional support. These measures lightened the load of the person-in-

charge of the home schooling program and helped them to sustain their efforts toward the 

progress of the child with an ASD. 

 

The two families used external home schooling services, researching and adopted 

maverick strategies to create their own educational programs.  This is also borne out in 

current research on parents who home school their intellectually disabled children which 

indicates that parents receive support for their home schooling situation by researching 

and seeking help from external agencies, especially parent home schooling networks 

(Ensign, 2000; Reilly, 2004, 2007; Reilly et al., 2002). Both parents in the study who 

attempted this option had tertiary degrees and felt somewhat empowered to undertake 

such an option. This empowerment was first evidenced in the sub-category of 

improvising during the early intervention years. One of the parents expressed her reasons 

for such empowerment in the following way: 

               I was just so peed off with dealing with people who were more 
ignorant than I was … we had very good tertiary educations and that 
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puts us in a very good place to seek out the best information, the best 
methods. We are not afraid of negotiating bureaucracy and 
government departments and websites and things like that. I got sick 
of trying to deal with people who were ignorant, who didn’t know 
what Asperger’s was or Autism was and that was wigging me out … 
so I just thought I am just going to do it all myself (4). 

 

Current research (Reilly, 2007) indicates that parents who home school their children 

with intellectual disabilities do so through a process of ‘progressive modification’. The 

three sequential stages involved in this process were identified as: ‘the stage of drawing 

upon readily-available resources’, ‘the stage of drawing upon support networks in a 

systematic fashion’ and ‘the stage of proceeding with confidence on the basis of having a 

set of principles for establishing a workable pattern of home schooling individualized for 

each circumstance’ (Reilly, 2007). The experience of the parents in this sub-category 

indicates that while movement through such stages did occur, the former experiences of 

improvising during the early intervention years and supplementing during the formal 

schooling years served to hasten the pace of movement for these parents to the third stage 

of ‘progressive modification’.  Parents in this study quickly knew that they would have to 

tailor their home schooling education program to the individual and idiosyncratic needs 

of their child with an ASD because of their former educational experiences during the 

early intervention and formal schooling years.  

 

In terms of process, the two families in this sub-category indicated how they experienced 

home schooling somewhat differently to one another because of the different ages of their 

children when they left their mainstream schooling environment. As explained, the first 

family removed their child when they were still in primary school and this allowed the 

parent to tailor a specific educational program to target her son’s exact needs. The mother 

indicated that the main advantage of home schooling was that she knew her son’s 

strengths and weaknesses well and could organize his education to prepare him for the 

challenges that he would possibly face in his future adult life.  The following comments 

illustrate how this parent viewed the situation that she faced: 

               … and I thought this was very important … that education didn’t  
just mean learning academic things especially for an Asperger’s 
child. It means socialization, learning life skills because that was 
what was going to set him in good stead for the future so I really 
concentrated on that (4). 

 
With this in mind, this parent organized a learning program incorporating not only home-

based activities but also community-based activities to prepare her son for the external 
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adult mainstream world.  This type of organization is in accordance with the research on 

homeschoolers of disabled children that indicates parents organize the school day flexibly 

to include not only academic pursuits but also community/social undertakings to improve 

the socialization and independence of the student with a disability (Ensign, 2000; Reilly, 

2004, 2007; Reilly et al., 2002). This mother described how her learning program for her 

son with an ASD initially consisted of a morning academic program followed by a more 

general life/social skills program in the afternoon. The morning academic program was 

centred on her son’s interest areas and his key academic needs as described by her below: 

               I just taught him myself. Whatever … the basic Science, Maths, 
English and he was interested in History … Social Studies.  And he 
was interested in the solar system, that was his special interest area.  
So, anything we could do … I mean he could write little fictional 
stories about Science Fiction subjects. They were always derivative 
of things that he had seen on TV (4). 

 
This parent also recounted how she would often act as her son’s scribe and use a 

computer to combat the difficulties that her son had with writing (dysgraphia).  She did 

this to reduce the anxiety that her son had previously experienced during academic 

learning times in mainstream education. The afternoons were organized to include such 

activities as: exercise (such as walking, riding and swimming), caring for a pet, general 

self-help skills (such as cooking, washing, and housework), interacting with the external 

community (such as visiting the library and shopping). This interaction with the external 

community was ‘primed’ by the parent to ensure that her son’s external visits maximized 

his social skills learning and had the greatest chance to be successful. She did this by 

initially alerting community members about her son’s social differences and indicated to 

them ways that they could help her son to become more socially able. She explained the 

process in the following way: 

               We lived within walking distance of the library and that was another 
afternoon activity because I combined going to the library and 
getting books out on the topics we were doing and then walking to 
the library or riding his bike and taking the dog with us. He would 
either walk or ride his bike and the dog would come.  And it was also 
doing a meeting and greeting at the library. I would prime them up 
beforehand about who Paul (son with an ASD) was and what I was 
doing and they would also say, ‘Hello Paul (son with an ASD), how 
are you today, what books are you looking for?’  And, he would have 
to look at them and shake hands and say, ‘Hello’ and all the rest of it. 
I used to make a big thing about that (4). 

 
Unfortunately, DET did not contact this parent at all during this time even though her 

child had stopped attending any formal schooling. The mother did however; eventually 



 235 

make contact herself with the DET Schools of Isolated and Distance Education (SIDE) 

some time later to ready herself for her son’s high school needs. She explained her 

process of home schooling in the comments below: 

               … from age 10 to age 16 I was basically in charge of overseeing it 
(the home schooling of her child with an ASD).  Whereas from SIDE 
I got the curriculum, up until then that’s when I did (mother’s name) 
all encompassing education program.  That was the whole thing, the 
school-work, the proper exercise, eating the right diet.  I did heaps of 
reading on what I should be doing …Think about your child and his 
needs, what of all these things that you read is going to work for you 
and your situation as well as the child… what is going to work. And 
then, you just do that and what works you stick with and what 
doesn’t you discard and try to think of something different (4). 

 
Hence, this parent specifically tailored her child’s education program to ‘fit’ the 

individual profile of her son.  She once again, used a process of researching and ‘trial-

and-error’ to ensure that she maximized her son’s progress. As the research confirms she, 

like other home schooling parents, remained flexible in her approach and targeted her 

son’s specific academic and social needs on a one-to-one basis (Ensign, 2000; Reilly, 

2004, 2007; Reilly et al., 2002). 

 

This parent also reported that the involvement of SIDE in the process of her son’s home 

schooling was eventually also organized around his individual learning needs, interests 

and comfort level. Like the other parent in this sub-category, her son was eligible to gain 

the services of SIDE because he had a documented diagnosis of an ASD and it could be 

proven that mainstream education was no longer a viable option for him. This 

involvement with SIDE gradually increased over the latter years of primary school in 

preparation for his high school studies. Normally, SIDE sends distance education 

materials to eligible students in remote locations and there is limited face-to-face contact.  

Communication with teaching staff is done through the telephone, email and mail and 

students are rarely involved with the day-to-day happenings of the SIDE main school site.  

However, this parent indicated that SIDE were flexible enough to be able to offer her son 

the option of visiting their main school site given his close proximity to the school and 

his learning/social difficulties. This visiting of the school-site went from one half day a 

week at the start and built up to two days a week at its peak.  In the meantime, work set 

by SIDE was completed at home. This arrangement allowed her son the ability to become 

gradually more independent and practise his social skills in a supported, supervised, 

mainstream, adult environment.  This process was specifically built around the comfort 

level of her son with an ASD given his traumatic educational history. The success of this 
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process was dependent upon the open and trusting relationship that was established over 

time between the staff at SIDE and the parent and student with an ASD.  It is important to 

note that this is the same type of relationship detailed between staff and parents in 

successful, ‘inclusive’ mainstream educational environments as explained in the sub-

category, finding fit. 

 

According to this parent, the relationship between SIDE and her family was enhanced 

particularly by a male special needs teacher who worked with her son with an ASD at 

SIDE on a one-to-one basis.  This teacher, who eventually became a trusted mentor, used 

humour as a way to connect with the student with an ASD to reduce his anxiety in 

learning situations. The parent elaborated on this aspect of the relationship below:  

               And he (the teacher) understood that if you connected with Paul (son 
with an ASD) through humour then you could get Paul to do a lot 
more than if you laid down the law and said this and this is going to 
happen. He didn’t get his back up. They had this running joke where 
Paul was the slave and (teacher) was the slave driver … and what 
Paul had to slave for that day for the slave driver to be happy (4). 

 
The establishment of such a relationship allowed both the parent and child with an ASD 

to gradually gain trust in the teacher. The parent and teacher felt encouraged to 

communicate openly about the student’s difficulties and together were able to organize a 

specific learning program around the educational/emotional needs and interests of the 

student with an ASD.  This is evidenced in the comments of the parent below: 

               (Teacher’s name) very quickly worked out what Paul (son with an 
ASD) strengths and weaknesses were and also he was cognizant of 
the fact that Paul’s father had recently left home and one of Paul’s  
interests was public transport.  He thought it would be good for Paul 
to increase his independence by coming to SIDE a couple of times a 
week and to go on the train. And the first time Paul got on the train 
by himself without me I was standing on the platform at (name of 
suburb) with a mobile phone in my hand and (teacher’s name) was 
standing at the platform in (name of suburb) with a mobile in his 
hand. I said, ‘He’ll be there in eight minutes’. As soon as he got there 
(teacher’s name) rang me and said, ‘He’s here and we are just 
walking to SIDE now’. Now he only had to do that twice, wait for 
Paul at the station and after that Paul said to (teacher’s name), ‘I’m 
independent enough to walk up to SIDE on my own, you don’t need 
to come and meet me at the station’ (4). 

 
This visiting of SIDE by her son with an ASD also gave this parent some much needed 

respite because at this time her marriage had broken down and she was trying to home  

school her son with an ASD and parent two other children mainly on her own.  The 

parent recognized the value of this arrangement as indicated below: 
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               Paul (son with an ASD) caught the train twice a week, walked up to 
SIDE crossed at the lights and did lessons with (teacher’s name), had 
lunch there and then came home after that.  So, that was really good 
for me because that gave me my break.  I was able to have a bit of 
time to myself and also know that he was in really good hands (4).  

 
Hence, over time SIDE was able to provide a very successful and flexible educational 

alternative for this student with an ASD and respite for the parent as well. The 

individualized educational program, devised in consultation with the parent, was based 

around the overall needs and interests of the student with an ASD, and was implemented 

in a creative and pragmatic manner by a concerned mentor. This occurred because of the 

overall trust that had been built over time between SIDE, the parent and the student with 

an ASD. As noted, this mutual trust and openness between members of the educational 

team was also a key feature noted in schools providing exemplary ‘inclusive’ mainstream 

practice in the sub-category, finding fit, of this study.  The use of mentors in relation to 

homeschooling disabled students was also mentioned in the research by Ensign (2002) 

who indicated that such people often created an informal relationship with the student 

and used their special interests to engage them in learning (Ensign, 2000). 

 

The other family in this study involved in this sub-category of home schooling indicated 

that they had also experienced a similarly successful relationship with SIDE.  It will be 

recalled that these second set of parents reached their crisis point situation later in their 

child’s school career than the previous family. Hence, the parents immediately contacted 

SIDE in their quest to have their home schooling situation supported by them so the least 

amount of academic disadvantage would accrue for their son in his high school years.  

According to this parent, the withdrawal from mainstream high-school school and the 

subsequent association with SIDE resulted in a great reduction in stress for the student 

with an ASD as evidenced in the mother’s comments below: 

               In retrospect, putting our son into SIDE has been the very best thing 
that we could have done for our son.  He had an immediate reduction 
of the high stress that he had lived under daily for most of his high 
school life (2). 

 
Similar to the experiences described by the previous family, SIDE showed the same 

ability to tailor the education process around the needs and interests of the student with 

an ASD. Their programs were highly organized, individually paced and mainly visual 

and written in nature and according to one of the parents in this family, suited her son 

with an ASD very well: 
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               The SIDE way of learning has also suited Kim (son with an ASD) 
very well. The SIDE booklets have allowed him to read over sections 
of his course repeatedly if he needs to do so. He can also ring his 
teacher on selected days of the week. He knows exactly when all 
work is due because SIDE prints a yearly timetable indicating due 
dates for all assignments and tests. He gets on very well with his 
teachers and does not have to compete with other students for their 
attention. He also does not have to negotiate difficult adolescent 
relationships so that he can survive his secondary schooling. We 
have found that it is a myth that successful high school relationships 
are a forerunner to successful adult relationships. Our son is much 
more capable of being accepted in an adult environment than he 
would ever be in an adolescent environment. This has been borne out 
in his successful work experience placement at SIDE (2). 

 

This family also utilized a home schooling network, The Home-Based Learning Network, 

to supplement their son’s SIDE education as explained by the mother: 

               The program was extremely flexible and allowed my son to complete 
his academic work mainly in the morning.  We were then free to go 
on excursions if we so desired. We linked into the home schooling 
network that regularly distributed a newsletter and alerted us to 
group activities organized by other home schoolers. We went along 
to various excursions with other home schoolers. The other home 
schoolers were very accepting of our son. Families attended these 
activities in groups with all different age groups in attendance. The 
parents were always with the children and monitored their own 
children’s behaviour. The pack mentality that existed at the high 
schools my son had attended just did not exist. We were free to come 
and go as we chose to do depending upon the interest level shown by 
my son. This extremely flexible way of operating was ideal for a 
student with Autism who can often find it difficult to predict how 
they may respond to a situation (2).    

 

This experience echoes current research investigating how parents home school their 

disabled children in Western Australia at this time.  This research indicates that parents 

receive moral support from spouses but more practical support in the form of information 

and contacts from parent home schooling networks that increase the parent’s confidence 

to manage the process of home schooling (Ensign, 2000; Reilly, 2004, 2007; Reilly et al., 

2002).  

 

This parent also indicated that SIDE allowed her son with an ASD access to a wide 

variety of high school correspondence courses so that his educational potential could be 

maximized. Similar to the experiences of the previous family, this student with an ASD 

was also invited to attend SIDE during the week to become more independent, socially 

able and gain direct feedback for his work from the teaching staff.  The parent also 
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commented about the flexibility of SIDE and how the educational profile and interests of 

this student with an ASD were similarly used by SIDE to develop an appropriate 

educational program: 

               The program is very flexible at SIDE as compared to what is possible 
at mainstream high school. It suits someone like my son greatly. He 
has been able to go in to see his teachers on a regular basis because 
our home is in the next suburb to where SIDE is located. He has also 
been able to access work experience through the local council library 
which fulfils the requirements of both the Year 11 and 12 Structured 
Workplace Learning subjects. So all things considered it has been an 
excellent educational choice for our son (2). 

 

While the previous student with an ASD eventually left SIDE at the age of sixteen 

because of continuing problems with his writing (dysgraphia) and a desire to seek 

specialized work-based training for students with disabilities at a Technical and Further 

Education (TAFE) college; this second student with an ASD was able to achieve 

secondary graduation by completing a modified academic and work-based program at 

SIDE.  Unfortunately, this second student with an ASD had anxiety problems during 

high-pressure situations and this made it difficult for him to perform well under exam 

conditions.  The parent explained his difficulties in the following way: 

               He passed all subjects but found the exams extremely difficult 
because of the high anxiety he experienced during such times.  
Fortunately, SIDE and his exam supervisor tried to alleviate some of 
his anxieties by giving him special conditions.  However, even with 
these special conditions the anxiety he experienced interfered greatly 
with him performing to his potential. His anxiety interfered with his 
normally excellent memory and certainly played havoc with his 
ability to think clearly during the examinations. He was obsessed 
with the amount of time left and eventually we had to take away any 
understanding of passing time by removing clocks and watches from 
his sight. Such are the difficulties associated with having a mind 
which is difficult to regulate in terms of its ability to hyper-focus on 
areas of interest or worry (2). 

 

Hence, the collective decision was made, in consultation with the student with an ASD, 

to move from an academic course that consisted of mainly tertiary entrance scoring 

subjects to one that consisted of mainly whole-school assessed subjects that did not have 

a requirement for external examinations. According to this mother, this set her son on a 

track to be involved with a particular Structured Workplace Learning subject in the final 

years of his SIDE study program.  It also allowed him to eventually secure a school-based 

traineeship at the local library and complete a TAFE Certificate II in Library Studies.  
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The parents of the student with an ASD and SIDE capitalized on this situation by 

nominating the student with an ASD for a number of awards regarding his involvement 

with the school-based traineeship. As previously detailed in the sub-category, finding fit, 

the strategy of positively raising the profile of the student with an ASD was used to 

increase the student’s mainstream acceptance.  In this instance, the public profile of the 

student with an ASD was raised when he eventually won a Council Improved Access 

Award, a District Vocational Education and Training Award (Special Needs Category) 

and a National Australian Vocational Student Prize worth $2,000. These awards were 

given in recognition of outstanding achievement in Vocational Education and Training 

and allowed the student to be welcomed easily into a mainstream TAFE Multimedia 

course the following year after his secondary graduation. This student has since 

successfully completed a TAFE Certificate III in Multimedia and a TAFE Certificate IV 

and Diploma in Computer Game Design. This student is presently completing an 

Advanced Diploma in Animation and may opt to continue a tertiary university study 

program in Computer Game Design the following year.  

 

To summarize, parents in this sub-category adopt the strategy of home schooling to gain, 

maintain and create progressive educational fit for their children with an ASD when 

mainstream ‘inclusive’ education is no longer a viable option and a crisis point has been 

reached in their mainstream schooling. Parents home school because they are concerned 

about ongoing negative socialization (including bullying), insufficient academic progress 

and the failure of schools to understand their child’s academic and social profile or the 

nature of their disability (Reilly, 2007). However, home schooling can only be 

undertaken if the individual circumstances of the family are able to support such a 

situation. Home schooling provides a safe, flexible and individualized education program 

for the child with an ASD but, it also places more responsibility onto the parent-in-charge 

of the program and removes their ability to gain external paid work outside the home. 

During home schooling, parents use external services and adopt maverick strategies to 

improvise their own educational programs depending upon the parent’s background, 

experience, confidence, the age of the child and the nature of the educational programs 

that the child with an ASD may need.  
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Sub-category two: segregating. 

Alternatively, when parents experience a continual lack of ‘fit’ (seeking progressive fit) 

for their child with an ASD in a formal mainstream schooling context they may opt  

(opting out) to place their child in a segregated Education Support School (ESS) 

contextually designed for children with disabilities. Parents inculcated in the notion of 

‘inclusion’ sometimes find it hard to reconcile such decisions with their quest to help 

their child eventually take their rightful place in the external mainstream world.  

However, parents gradually accept over time that they must place their child with an 

ASD in an educational environment where they experience the best ‘fit’ (seeking 

progressive fit) and this includes the option of an ESS.  Recent studies (Howlin, 1998; 

Kasari et al., 1999; Moreno et al., 2008) have confirmed that parents of children with an 

ASD are more likely to endorse schooling where teachers have specialized training and 

the educational program focuses on the specific needs of students with an ASD.  

Moreover, parents of children with an ASD in partial or fully segregated settings in 

mainstream schools have been found to be less satisfied with their child’s schooling than 

their parental counterparts in Education Support Schools (Moreno et al., 2008).  In terms 

of mainstream inclusion of students with an ASD, Moreno et al. (2008) conclude “that it 

is not the inclusive process itself that parents are concerned with, but the risks of 

insufficient provision that sometimes accompany it” (p. 172). These are the same 

conclusions reached by the majority of participants in this study as evidenced by their 

experiences in the sub-categories of chasing, waxing and waning, crisis point, home 

schooling and now, segregating. Two families in this study eventually placed their 

children in Education Support Schools but their trajectories of involvement were different 

and dependant upon the conditional matrix operating in the parents’ lives at the time.  

Only students who have a documented diagnosis of an ASD and have an accompanying 

intellectual disability (IQ of approximately 70 or below) are presently eligible for 

placement in an ESS in Western Australia at this time.   

 

In the first instance, a single parent in one of the families in the study chose specifically 

to enroll her child with an ASD in an ESS from the beginning of his high school career.  

She did this because she felt that this would provide the best educational ‘fit’ (seeking 

progressive fit) and chance of progress for her son. This parent felt that the former 

mainstream primary school had reduced expectations of her son and that such 

expectations would increase if the school population no longer saw her son as ‘special’.  

She explained her decision as follows: 
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               … because all the kids at school (mainstream primary school) know 
Bob (son with an ASD) they don’t expect any more out of Bob which 
is why I think he will do well at (name of ESS) because they (ESS 
staff) will expect lots out of him, whereas at (mainstream primary 
school) he is special, whereas at (name of ESS) he will not be special 
(7). 

 

Unlike the first parent in this sub-category of experience, segregating, the parents in the 

second family did not initially choose to segregate their two boys with an ASD from a 

mainstream educational environment.  As explained in the sub-category of crisis point 

this family had reached an untenable situation at their children’s previous mainstream 

high school environment because of a lack of appropriate ‘inclusive’ practice and this 

forced the parents to chase educational ‘fit’ (seeking progressive fit) elsewhere in the 

middle of a school year. Given the difficulties previously experienced with enrolling their 

children with an ASD in a mainstream schooling environment elsewhere, evidenced in 

the sub-category chasing, this family eventually decided to pursue the option of 

attempting to enroll their children with an ASD at an ESS instead. At first the mother 

expressed hesitance at leaving a mainstream schooling environment in the following way: 

               I was a little bit hesitant about taking Chris (eldest son with an ASD) 
out of mainstream. You do get set in your way of thinking and you 
want to make sure that your children are properly prepared for what 
is waiting out there because it is tough out there and you try to 
expose them as much as you can to what really goes on out there 
with kids that are in the mainstream. I remember thinking that wasn’t 
our plan, this was our plan (6).  

 

However, after both sons with an ASD had experienced an ongoing lack of ‘inclusive’ 

practice in their previous high school mainstream setting these parents decided to try the 

option of an ESS instead. This decision was based upon the recommendations of other 

parents of disabled children who had found a specific ESS school to be exemplary in the 

level of care shown to both the disabled students and their families.  

 

The experiences of both families who chose the option of an ESS echoed the experiences 

of parents in the sub-category finding fit.  Firstly, both families were welcomed into their 

respective ESSs by an understanding principal, who made them feel that their children 

would be a welcome addition to the school.  In the case of the single parent of the child 

with an ASD, she initially visited the school unexpectedly and was immediately taken on 

a tour of the school by the principal.  In contrast to other experiences had by this parent, 

this principal seemed un-phased by the parent’s description of her child’s difficult 
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behaviour. This principal also subsequently enquired about the parent’s access to respite 

given her understanding of the parent’s difficult situation. This is evidenced in the 

recollections of the mother below:  

               (Name of ESS principal) came out and introduced herself and asked 
if I had time to look around. So, nothing was too much trouble. As 
we were walking, she was asking me questions about Bob (son with 
an ASD) and nothing that I said seemed to phase her which would 
have stopped everybody else in their tracks. I didn’t paint a great 
picture at all. I just thought I am not going to pretend. He had severe 
behavioural issues as far as self-harming and those sorts of things … 
Before I left there she’d had enough of a talk with me to ask me what 
sort of respite that I had (7). 

 
Similarly, the other mother in this sub-category who had two boys with an ASD, also 

commented about the very welcoming nature of the ESS administration. She indicated 

that the school was not only concerned about the welfare of her boys with an ASD but 

was also concerned about the welfare of the rest of the family. This is evidenced in the 

principal’s alarm regarding the mother’s consideration of the option of placing her sons 

with an ASD in two different Education Support Schools because their learning needs 

were so different.  In response to this, the principal suggested that both boys could have 

their individual educational needs accommodated at the one school to help the mother 

with the inevitable transport problems that such a decision would create.  The mother 

explained it in the following way: 

              When I mentioned to them about Chris (elder son with an ASD), I am 
thinking about this place for him.  Their first reaction was, ‘Oh gosh, 
that is going to be a lot of driving for you because one school was in 
(suburb name) and the other is in (distant suburb name)’. They asked 
me why hadn’t I thought of sending Chris there?  I didn’t think they 
had students like Chris there.  From what I had heard they were more 
like Jack who is verbal and quite different. I was getting to the stage 
where I wasn’t sure having them in the same school was such a great 
idea after all.  So they asked to meet Chris and they assured me that 
yes, we have students who are non-verbal. And, you know, with high 
sensory … you know … they had all that sort of thing there. So it 
wasn’t … they just said, ‘It is up to you but it would certainly save 
you a lot of time rushing from one place to another. You will have 
four children in three different schools, consider it.’ So I did take 
Chris there and you know, he seemed to settle and feel comfortable 
(6). 

 

These examples illustrate that the principals were not only concerned about the 

educational welfare of the students with an ASD but were also concerned about the 

psychological welfare of the parents caring for them. MacDermott’s (2008) recent 
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investigation into 92 WA families who were currently parenting school-aged children 

with a suspected or confirmed ASD diagnosis similarly affirmed that: 

               the valuing of the family, and its maintenance as an effective and 
well functioning entity, cannot be overstated and must be an integral 
component of any intervention planning;  

 
               the needs of the family unit, as a whole, must be taken into account 

when considering policy development and resource planning at both 
systems and individual levels (p. 9). 

 

It should also be noted that the level of concern displayed for these families by the two 

ESS principals sits in direct contrast to the treatment one of the families received at their 

previous mainstream high school where the parents were forced to remove both sons with 

an ASD in the middle of the school year. 

 

The unwavering devotion and commitment of the staff was also another aspect found in 

the ESS experience of both parents resembling another property of the finding fit sub-

category. After the parent with the two boys with an ASD had been at the ESS for some 

months this parent commented about the staff’s level of devotion in the following way: 

               They (Education Support School) are well equipped, but the people, 
there is just no comparison. They just care, they care, they (the 
students) are all treated equally with dignity and respect. Everybody 
has a voice there. The staff are very dedicated and the teachers are 
lovely.  I have had two really good teachers already. Chris (elder son 
with an ASD) has got a young teacher, she is fabulous, she has really 
raised the bar for Chris and he is meeting those expectations.  He had 
a couple of incidents when he got there. I think that he didn’t really 
trust anybody anymore. Chris is a very trusting person and he has a 
big heart and really good nature. And, I think that he got totally 
rattled with that whole (previous mainstream high school) 
experience. He didn’t trust many people and he wasn’t as social … 
He really held back for a long time. They (previous mainsrtream 
high school staff) must have broken him in places. They (ESS staff) 
knew they had to be patient with him. And they were, that is what 
they said to me, ‘We are not going to push him at first … We just 
need to build in him that he can trust us and be comfortable with us’ 
(6). 

 

This parent indicated that the staff knew that they would need to build trust between the 

student with an ASD and themselves after his traumatic time at his former mainstream 

high school placement. This was based upon a keen understanding of his individual 

psychological needs at the time. Such understanding was underpinned by an open and 
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trusting relationship between the staff and the parents reminiscent of the relationships 

described by parents in the finding fit sub-category.  

 

The other single parent in this sub-category also found that the staff at the ESS seemed 

very dedicated, positive and skilled in their dealings with the students in their school as 

explained by this parent below: 

              When I went to (name of school) and met (name of principal) I was 
really impressed with her. And the way the staff were as I walked 
around there didn’t seem to be any falseness. I felt that what you saw 
was what you got. Sometimes a little bit too chirpy, but then I 
thought that is the way they deal with them through their day.  And I 
felt that they worked as a team.  So I was quite happy once I began 
and when we began transition last year it went quite smoothly (7). 

 
This parent further explained that when difficulties inevitably arose during her son’s first 

year at the ESS the school staff were open and responsive in their dealings with her. To 

illustrate, the parent indicated that her son with an ASD had received three terms of 

transition prior to his arrival at his new school.  This proceeded very smoothly but only 

occurred in the afternoons when mainly optional/recreational subjects were done at the 

ESS. Unfortunately, the transition program did not give her son with an ASD any 

experience of the morning academic program undertaken at the ESS.  Hence, when her 

son with an ASD eventually arrived at the school the following year he was not expecting 

the accompanying academic morning program. This parent also detailed how her son 

with an ASD was placed with staff who had never worked with him during transition in 

his first year at the ESS school. According to this parent, these two aspects served to 

unsettle her son who did not respond well to change and this made his initial months at 

the school more difficult than they needed to be. The parent explained these initial 

difficulties as follows: 

              What surprised me was that they did three terms of transition with 
Bob (son with an ASD) last year so they really put the effort in. But, 
everything was in the afternoon and when Bob got there this year all 
work schedules were done in the morning, so Bob had only 
interpreted (name of school) as a fun place to go to because he did 
swimming, Health Ed., in the Gym, sensory diet, bike ride, all the 
fun things. None of this - we will have to sit at the table and do any 
work.  And no staff that worked with Bob last year worked with Bob 
this year, not even on day one.  There was no one who knew him and 
no one that he knew (7). 
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This parent further explained that in response to her concerns regarding these difficulties 

the school reduced her son’s level of change and were planning to keep him in the same 

class group next year: 

               … but I just felt that he came home very distressed, lots of biting and 
it would have been just a lack of communication, and he hated all of 
the transition, going from one room into another area. I don’t think 
he ever really settled into that in the first semester. They changed the 
whole program for him. He didn’t like the senior program at all … 
(name of school) do take on board the needs of the individual 
student, she (his teacher at ESS) realized that Bob really struggled 
with a lot of things this year and she has already requested to have 
him in the same class group again next year, because she felt that this 
is a very settling-in period for all of them going from year seven to 
year nine (7). 

 
This example further illustrates another hallmark of ‘inclusive’ practice deemed valuable 

by the parents in the finding fit sub-category, where staff display openness and self-

awareness regarding their own practices and work in combination with the parent to solve 

any educational difficulties that arise.  

 

This ability of staff at the ESS to be open and self-aware when dealing with the 

sometimes, difficult behaviour of the student with an ASD is similarly illustrated in the 

ESS experiences of the other parent of the two boys with an ASD. In direct contrast to 

this parent’s experiences at their previous mainstream high school, this parent indicated 

that the staff at the ESS regularly conducted a functional assessment (Myles, 2005; Myles 

& Adreon, 2001) of her son’s behaviour when difficulties arose. They did this to 

understand the situation from his point of view and to respond accordingly.  Hence, as 

best practice dictates (Myles & Adreon, 2001) this ESS school was mindful of the fact 

that: 

               Student behaviors do not occur in isolation, nor are they random.  
They are associated with a reason or cause.  Thus, behaviors are a 
form of communication. Functional assessment is a first step in 
developing effective interventions based on such behavioral 
messages (p. 44). 

 

The mother explained her surprise and delight at this response by retelling an exemplary 

incident in the following way: 

               … there was one incident in the pool where the other students that 
were there with Chris (elder son with an ASD) were quite noisy, 
quite vocal and a little bit more boisterous and in the swimming pool, 
because it is an enclosed pool.  Things echo, and he is quite sensitive 
to sound, too much noise.  And he apparently grabbed the swimming 
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teacher by the arm and left a bit of a mark on her arm and I heard 
about it when I picked him up. You know, it’s funny, you all of a 
sudden go into that mode where you have got to be there to negotiate 
what is going to happen to your child. Because I really thought, 
‘Great, don’t tell me he is going to be sent home now’. You are still 
in that way of thinking, because that is how you have been treated.  
And that is the way it is, you are always there trying to smooth things 
for the child.  

 
               I rang the principal and I said that I heard about this.  I thought she 

was just going to say to me, ‘Yes, maybe it is better if you keep 
Chris at home tomorrow’ or something like that. So you can imagine 
my absolute shock and surprise when she said to me, ‘You know the 
swimming teacher came and told me about it, so I know about it’, 
and I thought, ‘Oh here it comes’, bracing myself for it. She said, 
‘That yes, she thought that it was all her fault because she really 
doesn’t know Chris well enough and it is very noisy in there and she 
could see that he just can’t handle the noise. She felt that she wasn’t 
properly responsive and perhaps what might benefit Chris is maybe 
some one-on-one lessons, just until he gets used to the group’. I 
could hear all of that coming out and it wasn’t what I was expecting I 
guess. I said ‘Oh’, I didn’t even know how to respond straight away 
because I wasn’t expecting that response (6).  

 

As evidenced in the principal’s comments in the above example, the teacher involved 

provided a functional assessment of the situation and hypothesized that the behaviour 

exhibited by the student with an ASD was a form of communication indicating that he 

was experiencing a sensory overload in the swimming pool environment. The teacher 

was mindful of her part in the situation and decided to implement an intervention plan 

designed to reduce the sensory load on this student by having one-to-one swimming 

lessons to reduce the noise in that environment.  This situation illustrates the openness of 

the staff to examine their own practices and to understand that a non-verbal student’s 

behaviour is a legitimate form of communication regarding how they are experiencing the 

world around them.   

 

Another hallmark of best practice nominated by parents in both the sub-categories of 

finding fit and supplementing was the ability of the staff at the ESS school to imbed 

supplementary interventions for their child with an ASD within the school educational 

program. Both parents indicated that supplementary programs being implemented at 

home were being supported in their ESS classrooms in order to generalize the skills 

across environments. Research (National Research Council, 2001; Wong, Kasari, 

Freeman, & Paparella, 2007) has shown that generalizing, or the ability to transfer 

learning across multiple settings and persons, is a skill that many students with an ASD 
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find difficult. To illustrate, the single parent in this sub-category found that staff within 

the ESS classroom supported her efforts with a supplementary speech therapy program. 

She described their efforts to support her home program in the following way: 

               They are still using a schedule for Bob (son with an ASD). What I am 
doing at home, they just can’t do that solely.  I am working on very 
basic results, like I want Bob (son with an ASD) to come when I call 
him, so whilst they are using those words in the classroom he’s still 
following a schedule. He still has a little carry bag that carries his 
cards, so he is still getting PECS, but anything that I do, like I have 
asked them to use the word ‘Open’ for everything like ‘Open the 
lunch box, open the fridge door, open the door, open your school 
bag’.  Anything that you get the opportunity to use the word ‘Open’, 
please do.  They are following it up (7).  

 

This parent is also intending gaining the ESS’s support for a future home-based 

supplementary toilet training program and is reasonably confident that the staff will help 

her generalize her son’s toileting behaviour over both the home and school environments.  

 

Similarly, the other parent of two boys with an ASD indicated that she was helped by the 

ESS in her quest to get one of her sons with an ASD to use an alternative electronic 

communication device, the MiniMo. This device is designed to allow its users the 

opportunity for functional social communication rather than just an expression of basic 

wants and needs. The parent explained that her non-verbal elder son with an ASD had 

previously been involved with many different communication systems/languages 

(COMPIC, Picture Exchange Communication System [PECS], Auslan) over the years but 

these were only partially successful for various reasons. The parent explained the benefits 

of the MiniMo over other communication systems in the following way: 

               … well, that (the MiniMo) is his bridge to the outside world because 
not everybody knows sign or understands sign language because he 
does make himself understood quite clearly through that.  But now, 
he can move further on and he is able to express himself through that 
(the MiniMo). Anybody can understand that (6).   

 

She asked the school to help generalize the use of the MiniMo across both home and 

school environments. She explained the ESS’s support with the MiniMo in the following 

terms: 

               And it is not all going to rest on my shoulders.  It is going to have a 
bit more support. And they (the ESS staff) are so excited about the 
MiniMo, and that is another thing. They are so excited and they are 
pushing it, expecting him to use it, wanting him to use it, ‘Use your 
MiniMo Chris (elder son with an ASD)’ (6). 
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This sits in direct contrast to the lack of ability and willingness of the previous 

mainstream high school environment to attempt to support such intervention initiatives. 

The parent explained the difference in the following way: 

               It was funny because the therapist gave me some forms to record 
when you use it (the MiniMo).  It was funny because I was thinking 
it but I didn’t say it, this is good because if the school (previous 
mainstream high school) is not using it there won’t be much 
recorded on it.  And they didn’t, they weren’t even willing to try.  It 
was too hard (6). 

 
According to this parent, the previous mainstream high school environment did not have 

the culture, organizational structure or educational program to support the implementing 

of supplementary interventions appropriately across environments as recommended in 

ASD best educational practice.   

 

To recap, parents in this sub-category, segregating, eventually seek educational ‘fit’ 

(seeking progressive fit) for their child with an ASD by removing them from mainstream 

education and placing them in an Education Support School.  The experiences of the 

parents in this sub-category echo some of the experiences of parents in the finding fit sub-

category, whereby parents experience the process of a genuine welcome into the school 

followed by an unwavering devotion and commitment from the staff toward the 

education of the child with an ASD. This process is underpinned by a trusting and open 

relationship between staff and parents who together construct appropriate, evidence-

based, educational programs for the individual child with an ASD. Parents also found that 

ESS staff were willing to support their child’s supplementary, external programs by 

generalizing them within the classroom to improve the progress of their child with an 

ASD.  Overall, both sets of parents found their experience of segregated schooling to be 

positive because they had the confidence that the team approach generated between staff 

and parents would maximize the progress of the child with an ASD. 

Stage Four - Framing Futures: An Overview 

In the final years of the formal schooling process, parents’ thoughts turn to seeking 

progressive fit for their child within the oncoming adult world.  This influences 

educational decisions and sends parents’ minds down future planning tracks. Previous 

experiences, educational and otherwise, indicate to parents that transitioning their child 

with an ASD in the adult world will not be an easy quest. However, parents have 

gradually learned multiple strategies over time that help them seek, gain, maintain and 
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create progressive fit for their child with an ASD. They have also become acutely aware 

of the discrimination and difficulties that potentially face their family and their child with 

an ASD. Sub-stage one, transitioning, explains the experiences of parents in this study 

who seek progressive fit for their child with an ASD in both tertiary education and the 

external working world at the conclusion of the formal schooling process.  

 

With the increasing age of the child with an ASD, some parents’ thoughts and actions are 

no longer just fixated upon maximizing the educational potential of the child with an 

ASD but gradually move to be more inclusive of the quality of the other lives within the 

family. Such parental experiences are explained in sub-stage two, redressing the 

imbalance. This then starts a renewed quest whereby parents resolve to seek progressive 

fit for their child with an ASD without such intense involvement.  Parents know that with 

their own increasing age they will eventually be unable to personally seek, find, maintain 

and create progressive fit for their child with an ASD over time. Others, internal and 

external to the family, will need to be involved to take on this trusted quest on their 

behalf depending upon the educational progress and independence gained by their child 

with an ASD. Some parents in the study realized earlier than others that unless the family 

could survive intact the chances of maintaining the best quality of life for their child with 

an ASD over their entire lifetime would be diminished. This knowledge looms large in 

the framing of the future for those parenting a child with an ASD.   

Sub-stage One:  transitioning. 

In the final years of the secondary formal schooling process, parents’ thoughts turn to 

seeking progressive fit for their child within the oncoming adult world. This influences 

educational decisions and sends parents’ minds down future planning tracks. Parents’ 

thoughts are no longer absorbed in just the gaining of academic and life skills for their 

child with an ASD but now incorporate a transition toward how these skills will be 

utilized in the adult world. Research indicates that the effects of an ASD can be greatest 

in adolescence and young adulthood where individuals with an ASD must negotiate such 

areas as completing school, finding work, developing a social network, contributing to a 

household and participating in a community (Kim et al., 2000; Jennes-Coussens et al., 

2006; Tantam, 2000). It is during this transition time that individuals with an ASD can 

suffer more seriously from problems of anxiety and depression (Kim et al., 2000).  
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Four families involved in the study still had their children with an ASD at different points 

in the formal schooling process and had not experienced transition to work or tertiary 

education at the completion of the study.  Only two of the families in this study found in 

the sub-category home schooling achieved this type of transition during the time of the 

study. They did this by seeking and gaining specific TAFE courses for their children with 

an ASD, both during and external to their formal secondary schooling.  This then allowed 

the parents to secure a targeted work situation for their child with an ASD in the adult 

world.  However, it is important to note that to achieve this both sets of parents had to, 

once again, be the driving force behind seeking, gaining maintaining and creating fit for 

their child with an ASD in the oncoming external adult world.   

 

As previously noted, one of the families in the sub-category of home schooling was 

eventually able to set up a TAFE school-based traineeship in Library Studies (Certificate 

II) for their son with an ASD through their Structured Workplace Learning course. This 

occurred during the final years of their son’s formal schooling at SIDE. Unfortunately, 

the parents involved in this situation reported that it was up to the student with an ASD 

and their family to secure a work experience placement in a suitable environment for 

work experience to take place.  According to one of the parents in this family, this was no 

easy matter as students with disabilities are not necessarily welcomed easily into the 

working world, especially if they have an ASD. Research confirms that finding a job 

placement for people with an ASD is often extremely difficult (Mawhood & Howlin, 

1999). The parents therefore, contacted their local Autism Association for help with this 

matter but were told that support was only available for adults with an ASD who were 

looking for part-time work (over eight hours) or full-time work, but not work experience.  

Research indicates that work experience is considered an essential step for some 

individuals with an ASD in preparing them for more permanent paid work (Mawhood & 

Howlin, 1999). The parents also found that there was a significant waiting list for use of 

such restricted services.   

 

According to the mother in this family, she was, once again, left to her own devices to 

make successive overtures to their local council to see if a small amount of work 

experience could be secured for her son with an ASD. The parents knew that the council 

had a universal access and equity policy that supported the rights and inclusion of the 

disabled and were hoping this would allow them a greater chance to gain a work 

experience placement for their son with an ASD.  The mother recounted how she even 



 252 

became a community member of the council’s Universal Access Advisory Group to 

ensure a firm understanding of the council’s policies that could be used to help her son’s 

circumstances. As evidenced in the comments of this parent the initial placement took 

over a year to secure and had to be handled very carefully to ensure its success: 

               Work experience at the (name of library) is the closest situation to 
work that Kim (son with an ASD) has experienced.  Transition to this 
was handled very carefully and took much time. The actual 
placement took over a year to secure. We learned from our high 
school experiences with Kim (son with an ASD) that he needed to 
have more support in certain circumstances than others. So we were 
cautious about where he should be placed and what he should do 
when he was there (2). 

 

As it turned out, the initial work experience placement did not occur where the parents 

had originally intended. Through a process of open communication and compromise 

between the involved parties the placement did eventually go ahead but, in a different 

area of the council than was first intended, as indicated in the parent’s comments below: 

               The council was hesitant about allowing him to work in an area that 
we had initially requested. We had requested a placement in their 
Planning Department with the idea that Kim (son with an ASD) 
would be able to gain some experience in the Geographic 
Information Systems area. This was a possible future study area for 
Kim. As it turned out, they finally advised us that they could only 
give Kim a placement in the library but not in the Planning 
Department. They explained that the Planning Department was quite 
a busy and sometimes, stressful work environment and may be 
difficult as a first work experience placement. So Kim ended up in 
the library which has been a wonderful placement (2). 

 

According to the parent, to ensure the placement’s success it was important that co-

workers in the library environment felt supported when difficulties inevitably arose. In 

this regard, the student with an ASD and the staff at the library were well supported by 

the parents, the staff at SIDE, and to a lesser degree, an accredited government-

subsidized intervention provider as evidenced below: 

               He was able to be supported by us, SIDE and (name of an accredited 
government-subsidized intervention provider), to a lesser degree, 
who oversaw his placement and ensured that if any difficulties arose 
they could be dealt with appropriately.  We found that if the staff felt 
supported they were much more likely to want to have someone like 
Kim (son with an ASD) to work with them. One of the library staff 
was allocated to be a mentor to Kim during his working time. We 
decided to keep his working hours quite low initially so that he 
would not be overwhelmed … Good communication and appropriate 
levels of support have been the keys to a successful placement for 
my son (2). 
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The mother also provided the head librarian with a copy of a book titled Developing 

Talents, co-written by Temple Grandin (a famous and successful individual with an 

ASD) to provide ASD specific information regarding possible ways to support her son in 

the workplace (Grandin & Duffy, 2004). Once again, the strategy of ‘supporting the 

supporters’ as detailed earlier in the sub-category of waxing and waning, was used by 

these parents in their quest to secure a successful work experience placement for their son 

with an ASD.   

 

After the successful completion of work experience the parent then detailed how her son 

with an ASD went on to do a school-based traineeship (Certificate II in Library Studies) 

through SIDE, TAFE and the council library during the final years of his formal 

schooling.  According to the parent, this was only possible because of the groundwork 

that had been done during the work experience period. General disability research (Trach 

& Rusch, 1989; Wehman & Kregel, 1985) and specific ASD research (Hagner & 

Cooney, 2005, Mawhood, 1999; Hurbutt & Chalmers, 2004; Keel, Mesibov, & Woods, 

1997) confirms that students with an ASD transition more successfully to work when 

they receive appropriate support in the form of careful job placement, prior job training, 

mentoring, advocacy, follow-up monitoring and long-term support to ensure job 

retention.  The parents, the council and SIDE also subsequently raised the profile of the 

student with an ASD by nominating him for numerous awards during his traineeship.  As 

will be remembered from the sub-category of home schooling, this student with an ASD 

eventually won a council, regional and national award for his traineeship work at the 

library. The parent indicated that she thought that her son with an ASD could use such 

awards to help him gain easier entry into any future study or work situations. 

 

On the back of such successful work experiences the student with an ASD has since gone 

on to successfully complete a TAFE Certificate III in Multimedia and a Certificate IV 

and Diploma in Computer Game Design at a mainstream TAFE campus. With her son’s 

permission, the mother indicated that she had contacted the TAFE Disability Officer for 

support so that her son would have access to any accommodations if he needed them.  

She also disclosed her son’s diagnosis and idiosyncratic learning needs to his lecturers 

and provided contact details if difficulties arose. Subsequent to this, she has contacted his 

lecturers quickly by email or phone to plan solutions with them when difficulties have 

arisen.  Her son with an ASD has also been able to supplement his income by gaining 
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some casual work at the library during this time.  It is significant to note that even though 

the student with an ASD had an inordinate amount of difficulty seeking, gaining and 

maintaining fit within a mainstream high school environment (both public and private), 

he was still able to transition relatively easily, with appropriate support, from home 

schooling to a working situation to a mainstream TAFE environment. This was 

accomplished with the help of his parents, the council, SIDE and TAFE who provided the 

student with many successful learning experiences in his secondary schooling years.  It is 

also important to register the relentless nature of parental advocacy that was needed over 

time to ensure that such a situation succeeded for the student with an ASD. Preliminary 

research into support services for students with an ASD in higher education indicates that 

there are an increasing number of individuals with an ASD entering tertiary education 

(Smith, 2007). While some limited support is available through student services, it is 

often generic in nature and not ASD specific or tailored to the individual needs of the 

student. The research also highlights the need for ASD specific education to help faculty 

members understand how best to succeed with a student with an ASD (Smith, 2007).   

 

The other parent in the sub-category, home schooling, whose son with an ASD also 

transitioned from SIDE to the external world, similarly had to continue to strategize 

(Strategizing Solutions) on behalf of her son at this time.  Her son with an ASD took a 

meandering pathway to an eventually successful workplace.  Initially, her son left SIDE 

at the age of 16 because he did not want to continue with any more formal schooling.  

The mother then contacted the local Autism Association and was given a place for her 

son in a segregated work environment with other adults with an ASD.  However, her son 

was not happy in this situation and the parent subsequently investigated enrolling her son 

in a TAFE course to improve his employability elsewhere.  She enrolled him in a TAFE 

Certificate I Retail Operations Course especially designed for students with disabilities.  

The students in the course were given the opportunity to learn all of the necessary skills 

to succeed in such an environment, as evidenced by the comments of the parent 

concerned: 

               They (the students) look at the computer spread sheets and things 
that are available on the computer.  They have got part of the room 
set up as a little shop with a cash register so they practice the cash 
register, stacking the shelves, and dealing with customers and 
telephoning.  You have got to take responsibility for making the 
phone calls if you can’t come into work that day. And they practised 
phone calls (4). 
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The parent then tried to enlist some external help and contacted a private employment 

provider specializing in gaining and overseeing work for people with disabilities in order 

to secure appropriate employment for her son with an ASD. Unfortunately, the support 

worker assigned to her son with an ASD advised her and her son to withhold details of 

his diagnosis so that he would supposedly have a greater chance of being employed.  The 

mother questioned the wisdom of this because she felt that there would need to be 

understanding and accommodation in the work place and this would not come by 

withholding information about her son.  She explained her thinking in the following way: 

               I have found in the past that people are happier when they know 
what they are dealing with in terms of Asperger’s, because not 
everyone knows what it is, it is a lot more widely known now than it 
was ten years ago. My understanding is that people are happier when 
they have got some information about something.  It means they can 
make better decisions (4). 

 
She therefore decided to forgo this advice, approach a closely situated, large chain store 

herself on behalf of her son, and state his diagnosis and situation up front. Research 

indicates that generic employment services designed to assist people with disabilities to 

find work often do not necessarily meet the needs of clients with an ASD (Mawhood & 

Howlin, 1999).  Hence, this parent intuitively ‘bridged the gap’ herself by using the pre-

learned strategies of educating others and advocating on behalf of her son’s needs to try 

to gain employment for him. She fortunately received a very positive response and was 

told that a small number of other employees at the store also had an ASD diagnosis and 

were successfully employed there.  The mother explained her role in the process of 

gaining employment for her son in the following way: 

 
               I still think in the end we are the person who knows our child best 

and it is probably going to be down to us to get them that proper 
setting which will mean that they are successful in the workplace.  I 
could put him into (name of chain store) somewhere or he could be 
given a job at (name of chain store) but he mightn’t succeed if it is 
not the right setting for him … (4). 

 
With her advocacy, her son was able to be successfully employed at this same work place 

for over a year before management changed and understanding of her son’s unusual 

profile diminished. The mother indicated that she felt she would be continually involved 

in the process of seeking, gaining, and maintaining fit in the mainstream working world 

for her son over his adult life. When asked about her level of involvement with the 

overall process she replied in the following way: 
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               … continually, I think continually at this stage … by helping find a 
job and helping find it in a place that will suit his ability and then 
helping the people who employ him make the most of what he can 
do (4). 

 

Research confirms the value of providing such a high level of support for people with an 

ASD in relation to them seeking, finding and maintaining employment (Hagner & 

Cooney, 2005; Hurbutt & Chalmers, 2004; Keel et al., 1997; Mawhood & Howlin, 1999). 

 

The final experiences of these parents during their child’s transition period to both work 

and tertiary study indicate that seeking, gaining and maintaining fit for their child with an 

ASD in the adult world may be an ongoing quest. The process undertaken by parents in 

this sub-stage is similar in nature to the quest undertaken during the educational journey.  

Both sets of parents could not just rely on external services to support their child’s 

transition process to either tertiary study or a suitable work situation.  Parents had to, 

once again, be the driving force behind the successful transition of their children with an 

ASD from schooling to tertiary study or work in the external adult world. 

Sub-stage Two:  redressing the imbalance. 

With the increasing age of the child with an ASD, some parents in the study indicated 

that their thoughts and actions were no longer just fixated upon just maximizing the 

educational potential of their child with an ASD but incorporated a movement to be more 

cognizant of the quality of all lives within the family. Parents knew that with their own 

increasing age they would eventually be unable to personally seek, gain, maintain and 

create progressive fit over the full lifetime of their child with an ASD. Others, internal 

and external to the family, would have to be involved to take on this trusted quest on their 

behalf depending upon the educational progress and independence gained by their child 

with an ASD.  Some parents in the study realized earlier than others that unless the 

family could survive intact the chances of maintaining the best quality of life for their 

child with an ASD over their entire lifetime would be diminished.  In a recent online 

study of 1,652 parents of children with an ASD, 80% were found to be extremely or very 

concerned about the future independence of their children as an adult, as compared to 

32% of other typical parents (Harris Interactive, 2008). This knowledge looms large in 

the framing of the future (Framing Futures) for those educating and parenting their child 

with an ASD. This second sub-stage, redressing the imbalance, seeks to explain this 

parent experience. 
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As evidenced in the often arduous, educational journeys undertaken by all the parents in 

this study, the quest of seeking progressive fit for their child with an ASD has involved 

an ongoing use of multiple strategies (Strategizing Solutions) over time. Parents have 

used various strategies to increase ‘fit’ for their child with an ASD during their respective 

educational journeys. The use of both problem focused and emotion focused strategies 

was also borne out by Gray (1994, 2002b, 2006) in Australian longitudinal research that 

examined how parents of children with an ASD coped over time. General studies on 

family coping and disability also indicate that success in coping is a long-term process 

that is linked to a gradual accumulation of skills by family members over time and often a 

changed perspective on their situation (Berry & Hardman, 1998).   

 

Similarly, parents in this study have learned to strategize solutions (Strategizing 

Solutions) continually over time to combat the often relentless, difficulties associated 

with educating their child with an ASD. The study also revealed that while there was an 

increased awareness and confidence in the parents there were also simultaneously 

variable negative feelings occurring and this tension operated throughout the educational 

journey. Parents became increasingly aware of the potential discrimination and ignorance 

that often faced their child with an ASD and their family when trying to gain an 

appropriate education. This ongoing tension experienced by parents is further confirmed 

in the summary findings of MacDermott (2008) who captured the experiences of 92 West 

Australian families currently parenting school-aged children with a suspected or 

confirmed ASD diagnosis:  

               Of all the issues that families must address during their child’s 
school-aged years, their relationship with the educational system that 
their child participates in is of primary importance.  Unfortunately, 
this relationship is frequently characterised by frustration, confusion 
and conflict, and is described by some families as encountering a 
“systemic brick wall”.  Parents routinely feel alienated and excluded 
from the very environment in which their child spends a majority of 
each week day.  In addition, they feel that their specific and unique 
knowledge of their child’s strengths, needs and challenges are 
dismissed as unimportant and irrelevant within the school setting. 
Too often this results in compromised learning for the child; 
unnecessary conflict and wasted opportunities for collaboration 
between the parents and the school staff, at the expense of both 
parties; and increased stress for both the child and their whole 
family, further adding to the daily challenge of living with ASD (p. 
84).  
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Parents in this study learned through a layering of difficult experiences, educational or 

otherwise, that they must continually advocate on behalf of their child with an ASD in 

order to combat the discrimination that they and their child regularly faced in order to 

maximize the progress of their child. Most parents in the study expressed similar 

sentiments when dealing with the educational journey of their child with an ASD as 

evidenced below: 

               When they are young it is such a hard life that you have with them 
but they’re the times when they really need you to be their advocate 
and be prepared to step up and say that is not going to be good 
enough we have to do this.  You just have to find the strength and do 
it for them because they really are quite voiceless.  You have to be 
the sort of person who can be a voice for your child (5) 

 
               It is a constant battle because you have to keep pushing for it, that is 

where the battle is.  The children fulfill whatever they have to do 
quite well. It is just getting the powers that be to support you in your 
need to support your children. That is the energy that I am talking 
about. You need energy to do that, because it is not going to be 
handed to you. It has to be gone through different chains of power or 
whatever they may be. Then you have got to get meetings happening 
and all this sort of stuff and unless you are behind it they just put you 
… you have to stress the importance of it and sometimes I do 
elaborate on the need … why it is so important to me (6). 

 
               If the world was geared to the needs of my son then we would have 

been able to use a sympathetic and capable system. I do not believe 
that such a thing exists although there have been some improvements 
over time … You just have to develop better options and make 
changes when things are not progressing the way they need to be for 
your child.  The biggest mistake is not taking action in a situation 
when your child is at risk or their needs are not being met, 
physically, emotionally and educationally (3). 

 
               Advocacy is the most important skill that I have to offer my son.  

Without it, my son’s life chances would reduce considerably.  
Without someone at the helm to negotiate a pathway through life for 
him he would be reduced to a life dominated by his deficits.  With 
advocacy, he can be given opportunities to enter the world and 
maximize his development and thereby create a better independent 
future for himself (2). 

 

Parents’ constant need to advocate often translated into an unrelenting involvement with 

issues, educational or otherwise, associated with their child with an ASD.  However, such 

a movement, as previously noted in the study, was fraught with a dangerous imbalance 

with regard to addressing the needs of others in the family including themselves. Most 

parents in the study indicated that they had sought psychological and psychiatric support 
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for themselves and others in the family over the course of the life of their child with an 

ASD.  As has been previously indicated, current research on the social impact on families 

having a child with an ASD has shown that the child’s behaviour can be a constant source 

of stress to both caregivers and siblings (Sanders & Morgan, 1997; Schieve et al., 2007; 

Sivberg, 2002; Smith et al., 2008).  Parents, especially mothers, of children with an ASD 

are more likely to experience serious psychological distress, including depression and 

anxiety, than parents of children with other developmental disabilities (Bromley et al., 

2004; Grayson, 2004; Schieve et al., 2007).  This study further indicates the high degree 

of stress parents experience when dealing with the education of their child with an ASD 

over time.  

 

Some families in the study realized earlier than others that this increased stress and 

imbalance of attention afforded to the child with an ASD could potentially be damaging 

to the overall health and longevity of the family unit. One of the mothers in the study 

decided to redress this imbalance (redressing the imbalance) of attention and time 

relatively early in the life of her son with an ASD when another child was born into the 

family.  She realized earlier than other parents did in the study that other family members 

also had a right to a life that afforded them some attention and time. She, therefore, tried 

to construct a more equitable life for all family members by gradually reducing her 

inordinate educational and care commitments in relation to her son with an ASD by 

enlisting external support.  She explained it in the following way: 

               I also had to take into account that when Bill (son with an ASD) was 
in Year 4 I had a new-born baby, I also had my other son in Year 1.  
We still did home programs but I stopped doing as much running 
around at the end of Bill’s third year at primary school simply 
because life had to get back to normal to some degree … We did take 
Bill out of school to do additional work at home but also for a while 
there was a centre in Perth where we took him so we would miss two 
afternoons a week. So not only in the school day was he receiving 
school time he was also receiving other educational input. But once 
Jill (younger sister) was born and Michael (younger brother) started 
Year 1 we were no longer in a position to be just pulling him out and 
taking him here, there and everywhere (5).   

 

Later in the children’s lives, this same mother also decided to import regular respite for 

her family’s situation by involving her mother. The grandmother provided frequent 

weekend respite for her grandson with an ASD so that other family members could have 

some time to have their own individual wants and needs addressed. The son with an ASD 

was encouraged to engage in areas of high interest when he was with his grandmother. 
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This allowed the other members of the family to redress the imbalance (redressing the 

imbalance) in their lives and gain valuable time and attention for each other and those 

outside the family. The mother in this family explained how the process of weekend 

respite worked for her son with an ASD in the following way:  

               Well, often we do not have Bill (son with an ASD) here on the 
weekends because over the last twelve months my mum has totally 
taken Bill’s emotional and academic well being under her wing.  She 
is wanting to put every bit of input she possibly can into him.  She is 
thinking about the fact that he loves transport, what can she do? She 
often has him sleep on the weekend and they’ll visit airports and 
truck yards. This is what they do every weekend which is just great, 
and I just wouldn’t have the time to do it.  Plus, I wouldn’t be able to 
do it with the other two. They wouldn’t be happy to just be sitting in 
the car while we did do it. Bill and I are very lucky that we are in that 
situation now …  It is not the answer to all of our problems but it 
certainly helps to fill a gap at the moment because Bill tends to get 
bored on the weekends. He doesn’t have friends. Even if I organized 
to have a friend over he wouldn’t necessarily hang around with them 
or talk to them … His interests are very much based around transport 
which is not necessarily the same as other kids or other people (5). 

 

This same mother further explained how this helped decrease the social isolation of the 

rest of the family and allowed them to gain some valuable attention, time and emotional 

energy for themselves: 

               What it also means is that they (the other siblings) can have a friend 
over to play without the friend asking what is wrong with your 
brother? Why is your brother doing that? My daughter’s little friends 
who have never probably experienced having a child humming and 
making funny noises, and asking questions which don’t sound like 
questions other people would ask … having to ask her what is going 
on. I also sometimes wonder whether some people may not 
particularly want their little girls over here to sleep over or whatever 
if my daughter’s autistic brother is here. Not that Bill (son with an 
ASD) is like that, it is just the whole mystery of Autism, I guess.  
People just do not understand that really he would leave them alone 
more than the average brother. Bill is very much socially aloof and 
he has no interest in befriending my daughter’s friends … He is 
probably the safest big brother you could have any little child with, 
but people are scared of the unknown (5). 

 

Two other families in the study were similarly able to gradually redress the imbalance 

(redressing the imbalance) in their families’ lives through the relatively large 

improvement in skills and independence gradually attained by their children with an ASD 

throughout the education process. These older children with an ASD in both families 

found in the sub-category home schooling were able to involve themselves relatively 
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successfully in both mainstream tertiary education and mainstream work at the end of 

their formal schooling. This was due in part to the many years of involvement and 

intervention undertaken by these parents to maximize the progress of their children with 

an ASD.  These parents were then able to reclaim some time and energy for other family 

members and themselves at the end of the formal schooling process because of the 

increased independence and competence of their children with an ASD. One mother has 

taken up full time study and the other mother has been able to regain some part-time 

work. One of these mothers indicated how her life had changed because of her son’s 

increased competence and independence in the following way: 

               My involvement has changed and the reason is because he is now in 
the work force, he does not want to follow any further education and 
he has got very strong instincts about wanting to be independent.  So 
my overall involvement has declined and I don’t have to worry about 
him ringing me. If things go wrong he is actually able to fix things 
himself. For example, when he got the bus to work, if the bus doesn’t 
come for some reason or another, as sometimes it might not, you 
need to stay where you are and ring for a taxi. Now the first time he 
didn’t want to do that and he walked all the way home and rang from 
here. So I told him why that was a really bad idea. And the second 
time that it happened he was quite happy to ring a taxi and I gave 
him a script as to what to say (4).  

 

However, even these families whose children have seemingly gained the most skill and 

independence over time still feel the ever-present pressure to ensure that their offspring 

with an ASD will cope as independently as possible when they are no longer there to 

support them in later years.  One of the parents expressed the following regarding this 

ever-present pressure: 

               So having him being able to cope independently as an adult is a huge 
thing especially after my husband left home when Paul (son with an 
ASD) was twelve because being a single parent, I had to be easy in 
my own mind that he could cope to a certain extent. Now I know it is 
hard for anyone to cope with being on their own … but to know that 
he will be able to look after himself physically and get his washing 
and ironing done and know how to shop and cook are just as 
important as holding down a job. You can’t really hold down a job 
and get yourself dressed and out the door with food. It is all part and 
parcel of the same thing. Yes, that is what we are still doing. We are 
now on the life skills now, trying to negotiate the banks and making 
phone calls, shopping for healthy food and cooking (4).   

 

By contrast, one of the other families in the study who had two children with an ASD in 

an Education Support School has not been able to realize this same rate and level of 

independence for their children with an ASD. Unfortunately, because of the idiosyncratic 
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nature and progress of the disorder the educational outcome for each child with an ASD 

will be different and this can be sometimes irrespective of the efforts expended by the 

parents. This family has been unable to gain an acceptable level of respite, support and 

accommodation for their situation within Western Australia and decided to redress the 

imbalance in their lives by moving to an Asian country where they have been able to 

access a more lucrative work situation for the breadwinner.This has allowed the family to 

enlist much greater external support for their situation at a much lower cost than would 

occur in Australia. The parents have reported that this move has allowed all family 

members to have an increase in the time and attention for each other and improved the 

overall well being of the whole family unit. 

 

The single, most vulnerable parent in the study has been the least able to redress the 

imbalance in her life because of the lack of development attained by her son with an ASD 

over time and her reduced financial circumstances. As previously noted in the categories 

settling and supplementing, she was the least able to provide appropriate and timely 

intervention and advocate on behalf of her son’s education because of her family’s 

reduced circumstances. Her son has very limited communication skills, is self-injurious 

and is still not toilet trained at fifteen years of age. It is only recently that the mother has 

been able to afford private speech therapy for her son with an ASD.  She is still trying to 

gain appropriate government-funded intervention for her son’s toileting needs. Presently 

the majority of respite available to this mother’s situation is through the goodwill of 

family members and friends. She is fortunate to have supportive older daughters and 

extended family who regularly help but she has been reluctant to use external agencies to 

care for her son because of his severe difficulties and the cost of such services. Hence, 

she has been the least able to find an appropriate balance for her immediate family and 

herself.   

 

Most participants in the study indicated that their marriages were under constant pressure. 

Two marriages of parents in the study had already broken down over the course of the 

life of the child with an ASD. Different parents in the study also sadly reported that adult 

siblings of the child with an ASD now had limited or no involvement in the lives of the 

rest of their immediate family. As was previously mentioned in the sub-category, home-

based, some of these siblings had issues of their own which were unable to be 

appropriately addressed in a timely fashion because of the imbalance of attention 
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(redressing the imbalance) afforded them over time. As one of the parents involved in the 

study noted: 

               … if the medical and education systems were vastly improved it 
would take a huge amount of pressure off the families and then they 
could get to what they need to get to as early as possible and the 
child would have the greatest chance of improvement and then the 
family would have the greatest chance of survival (2). 

 

In other words, if external support services were more available, effective, timely, and in 

appropriate intensity to redress the imbalance in the lives of these family members then 

families would be less likely to implode from the constant pressures operating within and 

external to them.   

 

MacDermott’s (2008) recent investigation into 92 WA families who are currently 

parenting school-aged children with a suspected or confirmed ASD diagnosis similarly 

affirmed the value of balance in the ‘whole family system’ when she states that: 

               It is not possible, therefore, to plan effectively to meet the needs of 
the child with an ASD without also taking into account the needs of 
their whole family system. This requires both individual and 
systemic service provider responses that address the information, 
support, developmental, relationship, educational, respite and 
financial factors that may operate differentially within each 
individual family unit (p. 8). 

 
Further to these comments, the report also recommended that: 

               the valuing of the family, and its maintenance as an effective and 
well functioning entity, cannot be overstated and must be an integral 
component of any intervention planning;  

 
               the needs of the family unit, as a whole, must be taken into account 

when considering policy development and resource planning at both 
systems and individual levels (p. 9) 

 

The value of such ‘family saving’ strategies is borne out in coping research done with 

parents of disabled children in general, and coping research done with parents of children 

with an ASD, in particular. In a grounded theory study examining how parents cope with 

their physically and/or intellectually disabled children, it was indicated that: 

               To cope, the family uses its existing resources and strategies.  These 
coping strategies are defined as the active processes and behaviours 
that the family actually try to employ to help to manage, adapt to or 
deal with a stressful situation.  Coping entails constantly changing 
cognitive and behavioural efforts to manage specific external and/or 
internal demands that are appraised as taxing the family’s resources 
(Lazarus & Folkman, 1984; McCubbin & Patterson, 1983; Patterson, 
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1988)…The aim of familial coping procedures is to maintain or 
restore the balance between the demands and resources (Patterson, 
1988). The family can do this by reducing the number or intensity of 
the demands applied to it.… It can also strengthen its existing 
resources … may also involve a cognitive appraisal aiming to alter 
the meanings applied to the situation (Taanila et al., 2002, p. 74). 

 
Specific research investigating the health and social care needs of family carers 

supporting adults with an ASD similarly indicates that there is a “need to develop more 

Autism-friendly options both for short breaks and for long-term alternatives to the family 

home” and there is a general call “for both an increase in levels of provision and more 

options for flexibly meeting the needs for respite of the adults with ASD’s and their 

family carers” (Hare, Pratt, Burton, Bromley, & Emerson, 2004, p. 441).  Similarly, 

Howlin (1998) states that there is:   

               a need to ensure that the family’s needs in other areas are 
appropriately addressed.  Respite care, on a planned and regular 
basis, can offer parents the rest they often so badly need, provide 
them with the opportunity to spend time with their other children, 
and give the child with Autism the chance to spend time away from 
home (p. 317). 

 

To summarize, as the schooling process progresses there is a movement in the thinking of 

some parents in the study from mainly focusing upon maximizing the educational 

potential of their children with an ASD to one which incorporates the quality of life 

experienced by all members of the family. Some parents in the study realized earlier than 

others that unless the family could survive intact the chances of maintaining the best 

quality of life for their child with an ASD over their entire lifetime would be diminished. 

They were able to redress the imbalance (redressing the imbalance) of attention afforded 

to the child with an ASD by gradually reducing their involvement and importing external 

support and respite.Other parents were similarly able to redress the imbalance (redressing 

the imbalance) in their lives by reaping the benefits of their child’s increased competence 

and independence over time during the formal schooling years. Still others were limited 

in their ability to redress the constant imbalance in their lives because of their reduced 

circumstances and the lack of progress achieved by the child with an ASD. In all 

circumstances, improved services, both educational and otherwise, were nominated by 

parents to be imperative to help families maintain a healthy balance for all family 

members throughout the life journey of their child with an ASD.  
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Conclusion  

This chapter has detailed the constant process of interaction occurring between Stages 

Two (Waging War) and Stage Three (Strategizing Solutions) of the theory of seeking 

progressive fit in relation to The Formal Schooling Years. The category of supplementing 

explained how parents supplement their child’s education throughout the formal 

schooling years irrespective of whether the children are in mainstream or alternative 

educational pathways. This chapter also detailed the category of opting out that explained 

how parents chose to remove their children with an ASD from mainstream schooling 

during their formal schooling years by either home schooling or segregating them. The 

chapter provided an explanation of the final stage of the theory, Framing Futures, where 

parents seek to transition (transitioning) their child with an ASD from education to either 

work or study. It also detailed the process undertaken by some parents of children with an 

ASD who seek to redress the imbalance (redressing the imbalance) continually operating 

in their lives. 
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Chapter Nine: Conclusion and Recommendations 

 

It is disturbing that prevalence rates for all forms of Autism Spectrum Disorders (ASDs) 

worldwide have seemingly risen dramatically from 4 to 5 in 10,000 in the mid 1960s to 1 

in 150 today (Fombonne, 2009). One very recent Australian report suggests that ASD is 

presently at a level of 1 in 90 that is, 1.1% of children aged 6-12 years are presently being 

diagnosed with an ASD within Australia ("Update", 2009, 30 September), although the 

rate of prevalence of ASDs has been and continues to be controversial (Fombonne, 2009; 

Myles et al., 2007). These alarming figures indicate that there are an ever increasing 

number of families who have a child with an ASD in Australia who will need appropriate 

educational services to maximize the potential of their children.  

 

Research into appropriate educational choices for parents for their child with an ASD is 

complicated by the heterogeneity of the condition and the accompanying comorbid 

conditions that may also present along with the ASD diagnosis (Fombonne, 2003; 

Gillberg & Billstedt, 2000). Reasonably comprehensive early intervention research shows 

that early intensive, behavioural and psycho-educational intervention can sometimes 

dramatically improve the bleak prognosis given to children diagnosed with an ASD 

(Birnbrauer & Leach, 1993; Francis, 2005; Howard et al., 2005; Lovaas, 1987, 2003; 

McEachin et al., 1993; Palm Consulting Group, 2005; Roberts & Prior, 2006; Smith et 

al., 1996). It is increasingly evident that there is no single best-suited and universally 

effective educational method for all children with an ASD over time.  Research has found 

that the best programs are those that incorporate a variety of objectively verified practices 

and are designed to address and support the needs of individual students and the 

professionals and families with whom they are linked (National Research Council, 2001; 

Olley, 1999; Simpson, 2005, 2007; Simpson et al., 2003). Research concerning inclusion 

of students with an ASD in mainstream schooling indicates that some students with an 

ASD may benefit from fully ‘inclusive’, partly or fully segregated programs depending 

upon their individual profile, development and the educational context they must 

negotiate with or without support (Bondy, 1996; Jordan, 2005; Kavale & Forness, 2000; 

Mesibov & Shea, 1996; Myles & Adreon, 2001; Newson, 1995; Shaddock, 2003, 2005; 

Simpson, 1995, 2004, 2005).  There is a lack of comprehensive research investigating 

ASD educational provision for secondary and tertiary students (Jenkins, 2005; Myles, 

2005; Myles & Adreon, 2001; Shaddock, 2003, 2005; Shaddock et al., 2007).  
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Preliminary international research into support services for students with an ASD in 

higher education indicates that there are an increasing number of individuals with an 

ASD entering tertiary education (Smith, 2007; VanBergeijk et al., 2008). While some 

limited support is available through student services, it is generic in nature and often not 

ASD specific or tailored to the individual needs of the student (Smith, 2007).   

 

In terms of how parents deal with the situation of educating their child with an ASD, 

research confirms that parents serve a key role in providing effective educational 

intervention strategies for children with an ASD (Feinberg & Vacca, 2000; Lord & 

McGee, 2001; Roberts & Prior, 2006). Parents are a constant in the lives of their children 

with an ASD and as such have the ability to provide a rich and ongoing account of what 

works best for their child when engaging with education professionals (Ferraro, 2008; 

O'Brien & Daggett, 2006). Unfortunately, many parents have historically been seen as 

peripheral to their child’s education and treatment and in some cases have been viewed as 

obstacles or even adversaries by teaching professionals (Hardman et al., 1995; Turnbull 

& Turnbull, 2001). Parental involvement in the educative process is supported throughout 

the research literature but engagement with parents is often lacking throughout schooling 

communities (Ferraro, 2008; Stoner & Angell, 2006). For many years regular schools in 

Australia have been encouraged to engage parents in active communications, however, 

such interactions do not typically occur as state policy directives require (MacDermott, 

2008; Stanley et al., 2005b). Much of the research has examined parent-professional 

interaction from the perspective of the education community with limited studies 

undertaken from the perspective of the parent (Stoner et al., 2005). 

 

While the field of research on Autism Spectrum Disorders has grown exponentially, our 

understanding of how parents deal with the elongated education process from a parental 

perspective is an area somewhat neglected in the research. The research undertaken in 

this study has attempted to capture the elongated and complicated social process 

undertaken by parents when they deal with education of their child with an ASD over 

time. Social process is understood to be “a series of evolving sequences of 

action/interaction that occur over time and space, changing or sometimes remaining the 

same in response to the situation or context” (Strauss & Corbin, 1998, p. 46). While some 

longitudinal research has been done on the process of parenting a child with an ASD 

(Ewart, 2002; Fleishmann, 2005; Gray, 2002b, 2006) how parents deal with the education 

of their child with an ASD over time from a parental perspective has not been fully 
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investigated.  There is a call in the research literature to provide alternative research 

methodologies to answer different questions in regard to education of an individual with 

an ASD (Horner et al., 2005; Simpson, 2005). The preferred source of such information 

is at the local level where individuals with an ASD, parents and professionals who 

possess the most ‘authentic’ knowledge can be found (Simpson, 2005; Slee, 1996). In 

response, it was both timely and opportune to produce longitudinal research from an 

insider and parental perspective that seeks to explain how parents deal with the education 

of their child with an ASD over time.  

 

This study, conceptualized within the social theory of symbolic interactionism (Blumer, 

1969; Woods, 1992), used constructivist grounded theory (Charmaz, 2000, 2006; 

Charmaz & Mitchell, 1997) and autoethnographic (Ellis, 2004, 2008, 2009), qualitative 

research methods in an innovative manner to develop substantive theory about how 

Western Australian (WA) parents deal with the education of their child with an ASD over 

time. The basis for data collection was in-depth, semi-structured interviews, participant 

observation, informal interviews and documentary data sources consistent with the 

interpretivist qualitative research tradition. Data analysis incorporated constructivist 

grounded theory methods inclusive of open and focused coding that led to generation and 

testing of propositions of the theory. This chapter now offers a conclusion and 

recommendations that emanated from the study.  Firstly, it provides a brief overview of 

the theory generated, namely, the theory of seeking progressive fit. Secondly, 

generalisability of the theory generated is discussed. Thirdly, implications of the theory 

generated are presented. Finally, recommendations for policy and practice are made.   

Theory Overview  

The research aim of the study was to generate substantive theory about how a small 

number of WA parents in the metropolitan area deal with the education of the child with 

an ASD over time.  The central proposition of the theory generated in the study is that 

parents move through four stages when they try to deal with education of their child with 

an ASD and in doing so, parents are continually seeking progressive fit for their child 

both within the family and the external context. Parents recognize very early on in their 

children’s lives that the external context is not necessarily welcoming, accommodating or 

supportive of such different children. In response, parents set about gaining an 

appropriate education (seeking progressive fit) for their child that maximizes their 

progress, independence and potential. The four stages of the central process of the theory 
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of seeking progressive fit are: Beginning Battle (Stage One), Waging War (Stage Two), 

Strategizing Solutions (Stage Three) and Framing Futures (Stage Four). 

 

The four stages, while sequential, are also at times indistinct and iterative, where parents 

may experience two sub-stages at once or revisit a stage depending upon the conditions 

operating in their lives at the time. The movement between Stages Two (Waging War) 

and Three (Strategizing Solutions) has the greatest level of interaction for parents. Parents 

move through a series of feedback loops where they continually strategize solutions to 

remedy the often, overwhelming difficulties and discrimination associated with educating 

their child with an ASD. Some of the difficulties experienced by parents give rise to use 

of a particular strategy. However, once learned, parents often re-use a particular strategy 

in order to combat other similar difficulties at other times in the educational journey of 

their child with an ASD. Parents’ direction and speed of movement through the various 

stages is determined by the following intervening conditions:  

 (a) the attitude and background of the parents,  
 (b) the level of support and accommodation available,  
 (c) the educational progress of the child over time,  
 (d) the timing and type of engagement with the educational context, 

and  
 (e) the advancing age of both the person with an ASD and their    

parents.  
 

As a parent gradually cycles through the stages they are imbued with an increasing 

awareness and confidence regarding how to deal with the individualised education of 

their child with an ASD.  However, the educational journey also creates variable negative 

feelings in the parents as they progressively realise the enormity of the difficulties they 

often face trying to seek, gain, maintain and create educational fit for their child with an 

ASD over time.  This tension operates throughout the educational journey. This basic 

social process is present throughout all stages of the education process and its intensity 

waxes and wanes according to the conditions operating in the families’ lives at the time. 

 

The first stage of the theory of seeking progressive fit is termed Beginning Battle.  Four 

sub-stages were generated from the data in relation to Beginning Battle where parents 

realize they are only beginning the battle to maximize the overall development of their 

child with an ASD and seek appropriate educational circumstances.  The first sub-stage 

relates to the period when parents begin worrying about the delayed and unusual 

development of their child. Within the family, the child frequently becomes the centre of 
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attention because of the difficulties associated with their behaviour. The second sub-stage 

involves the period when parents try convincing others of their child’s inordinate 

difficulties and this stage often happens in combination with the first sub-stage, worrying. 

These two sub-stages encompass three categories of parent experience, from the 

beginning, regressing into their ‘own world’ and ‘little Mr. Genius’. The third sub-stage 

is concerned with the period when parents feel compelled to begin researching their 

situation.  The fourth sub-stage involves that time when parents seek out the possibility of 

diagnosing their child with an ASD and involves three categories of parent experience, a 

double-edged sword, enduring diagnosis and assessing value.  

 

The second and third main stages of the theory regarding how parents deal with the 

education of their child with an ASD over time are the stages of Waging War and 

Strategizing Solutions. These two stages highlight the often, unrelenting difficulties 

associated with educating a child with an ASD and the parental involvement required to 

help solve such difficulties over time. Parent involvement in these two stages is explained 

in relation to the Early Intervention Years and the Formal Schooling Years.  Examination 

of parent experience during the early intervention years revealed three categories of 

parent experience, settling, improvising and maximizing.  The third category, maximizing, 

exposed two more sub-categories, home-based and school based. Exploration of the 

formal schooling years generated three categories of parent experience namely, 

mainstreaming, supplementing and opting out.  Within the mainstreaming experience five 

sub-categories of parent experience emerged, broadening, chasing, waxing and waning, 

crisis point and finding fit.  Additionally, the third category of the formal schooling years, 

opting out, revealed the further sub-categories of home schooling and segregating. 

 

The fourth stage of the theory of seeking progressive fit is Framing Futures.  This stage 

mainly occurred in the final years of the formal schooling process where parents’ 

thoughts turned to seeking progressive fit for their child with an ASD within the 

oncoming adult world. This influenced educational decisions and sent parents’ minds 

down future planning tracks. Previous experiences warned parents that seeking, finding, 

maintaining and creating fit for their child with an ASD in the adult world would be an 

ongoing and potentially difficult quest. The first sub-stage, transitioning, examined the 

final experiences of these parents during the transition of their child with an ASD to both 

work and tertiary study during the latter stages of the formal schooling years. The second 

sub-stage, redressing the imbalance, revealed a movement in the thinking of some 
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parents from mainly focusing upon maximizing the educational potential of their children 

with an ASD to one that incorporated the quality of life experienced by all members of 

the family. 

Generalizability of the Theory Generated 

The theory of seeking progressive fit does not have generalizability in the traditional 

‘quantitative’ sense, where there is “the possibility of expanding any claims of causality 

from the group or sample being studied to the population that group represents – that is, 

that the same effect will be found in another group and/or in other contexts” (Lewin, 

2005, p. 216).  On this point Charmaz (2000) writes: 

 
               A constructivist grounded theory seeks to define conditional 

statements that interpret how subjects construct their realities.  
Nonetheless, these conditional statements do not approach some 
level of generalizable truth. Rather, they constitute a set of 
hypotheses and concepts that other researchers can transport to 
similar research problems and to other substantive fields (p. 524). 

 

Further to this, Punch (2005) advises, “the concept of transferability is often preferred to 

generalizability in qualitative writing” (p. 255).  In terms of such transferability, Punch 

(2005) recommends a focus on three aspects of the study - diversity of sampling, density 

of description and level of abstraction of concepts.   

 

With regard to the first aspect of transferability, diversity of sampling, Punch (2005) 

questions whether the study is “theoretically diverse enough” to “capture enough 

variation, to encourage transfer of the findings to other situations” (p. 255). To address 

this, purposive sampling was undertaken in this study to ensure that the sample was 

“drawn from the population in a deliberate or targeted way, according to the logic of the 

research” (Punch, 2005, p. 293). The six families chosen to be involved in the study 

resided in different locations throughout the Perth metropolitan area. The children were 

all different ages and all had a primary diagnosis of a Pervasive Developmental Disorder 

(PDD) but were located at different points on the autism spectrum inclusive of 

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

Otherwise Specified. There was also variation in the children’s level of intellectual 

disability associated with their primary diagnosis of an ASD. The children with an ASD 

were of different ages and at different points in the education process. The parents were 

from diverse ethnic, education and socio-economic backgrounds. The study included both 
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dual and single parent families with either one or two children with an ASD in the family. 

The children attended private and government education options in both mainstream and 

segregated schooling environments. Parents were also involved in home schooling and 

supplementary educational options. This diversity amongst the parents was incorporated 

to be strength of the study in the light of LeCompte and Goetz’s (1982) suggestion that 

qualitative researchers consciously seek out and maintain diversity within the population 

under study. The small number of families involved was also not deemed problematic 

given Stainback and Stainback’s (1984) notion of ‘modified inductive analysis’ which 

holds that a researcher can limit the number of cases or sites to be investigated, making 

no claim that the substantive theory to emerge will be inclusive beyond the defined 

situations of the study. 

 

On the second matter, density of description, Punch (2005) asks whether the context is 

“thickly described, so that the reader can judge the transferability of findings to other 

situations” (p. 256).  This study provides ‘thick description’ (Geertz, 1973) and is both 

conceptually ‘dense’ and interlaced with extracts from the data gained throughout the 

theory chapters. This may aid future decisions and judgments about transferability to 

other situations.  However, interpretivist researchers can only hope to provide “thick 

description necessary to enable someone interested in making a transfer to reach a 

conclusion about whether transfer can be contemplated as a possibility” (Lincoln & 

Guba, 1985, p. 316).   

 

With regard to the third area, level of abstraction of concepts, Punch (2005) questions 

whether the concepts are “at a sufficient level of abstraction to permit their application to 

other settings” (p. 256). The constructivist grounded theory produced in this study raises 

the conceptual level of the data to that of abstracted theoretical propositions and as such 

provides the possibility of ‘reader or user generalisability’ (Lincoln & Guba, 1985) where 

others may gain an understanding of their own or others’ circumstances.  In this regard, 

other parents dealing with the education of their child with an ASD may be able to 

‘transfer’ the theory generated to understand and explain their own situations and use it to 

compare and contrast their situations with those studied.   

 

In relation to my innovative use of autoethnography within the constructivist grounded 

theory study, safeguards were undertaken to ensure that I did not unduly privilege my 

own rendition of the research over that of my participants.  Such safeguards included 
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bracketing, line-by-line coding and extensive member checking however, in the end all 

research can be viewed as a construction between the participant and the researcher 

(Charmaz & Mitchell, 1997).    

 

Implications of the Theory Generated  

The theory of seeking progressive fit may have implications for the development of 

further theory in the substantive area of ‘how parents deal with the education of their 

child with an ASD over time’. This is consistent with Strauss and Corbin’s (1990) claim 

that researchers hope: 

               … that their theories will ultimately be related to others within their 
respective disciplines in a cumulative fashion, and that the theory’s 
implications will have useful application (p. 24). 

 

It is hoped that the theory presented here may stimulate further research to be pursued 

through a range of other related studies so that a rich understanding and explanation of 

this research area and interrelated others can continue to occur.  

  

Implications for the Literature on ‘How Parents Deal with the Education of 

their child with an ASD’ 

The theory of seeking progressive fit generated in this study confirms some of the work 

already done by other researchers in the field who have investigated various aspects of 

the process of how parents deal with the education of their child with an ASD. Feinberg 

(2000) and Lord (2001) indicate that parents serve a key role in providing effective 

educational intervention strategies for their children with an ASD. The theory generated 

in this study supports such findings. In particular, the third stage in the theory generated 

in this study, Strategizing Solutions, reaffirms the work of Feinberg (2000) and Lord 

(2001) regarding the relentless strategizing needed by parents to maximize the 

educational progress of their child with an ASD over time in a system often not geared to 

‘fit’ such children. Further to this, in their review of early intervention ASD research, 

Roberts and Prior (2006) indicate that parents play a critical role in their child’s learning 

and often drive the decision-making and take a primary role in delivering early 

intervention. Such findings are also consistent with the present study in the categories of 

improvising and maximizing where parents often become the driving force behind the 

early intervention process.   
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Roberts and Prior (2006) also indicate that involvement of parents in the education 

process allows all key stakeholders to be part of the decision-making process and leads to 

improved learning outcomes for the child with an ASD. Additionally, Ferraro (2008) 

found that engaging with parents of children with an ASD is an integral component 

towards the achievement of teacher-parent efficacy in the ‘inclusive’ classroom. These 

findings reflect key elements nominated by parents as important regarding exemplary 

‘inclusive’ practice in the finding fit sub-category of the mainstream school experience.  

In the present study, parents nominated as important the self-awareness of staff regarding 

their own knowledge and skill level (or lack thereof) when dealing with a child with an 

ASD.  This awareness allowed both parents and qualified others to provide appropriate, 

evidence-based information to staff regarding the individual requirements of the child 

with an ASD on an ongoing basis.   

 

Parent involvement in the educative process is supported throughout the research 

literature but engagement with parents of children with an ASD is often lacking 

throughout schooling communities (Ferraro, 2008; MacDermott, 2008; Stoner & Angell, 

2006; Stoner et al., 2005; Stanley, 2005). Further to this, Stoner and Angell’s study 

(2006) shows that parents of children wih an ASD often take on a variety of roles when 

interacting with their child’s school and such interactions are mediated by trust. 

Consistent with the work of these researchers, the theory generated in this study also 

indicates in the waxing and waning and crisis point sub-categories that such difficulties 

regularly exist for parents. Parents in the present study often reported an inconsistent, 

unreliable schooling context where they had to negotiate continually an acceptable 

educational pathway for their child with an ASD in order to maximize their progress. 

Such negotiations occurred in a waxing and waning fashion depending upon the quality 

of the ‘inclusive’ practice operating in the educational context at the time. The study by 

Stoner et al. (2005) also found that over time parents’ trust in recognized experts often 

reduces while parents’ trust in their own instincts is reinforced. This finding is similarly 

confirmed in the present study where parents indicated that as they gradually cycled 

through the stages of dealing with the education of their child with an ASD they were 

imbued with an increasing awareness and confidence.  However, the educational journey 

also created variable negative feelings in the parents as they progressively realised the 

enormity of the difficulties they potentially faced trying to seek, gain, maintain and 

create educational fit for their child with an ASD over time. 
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In the light of such findings, it may be helpful for future researchers to consider the 

relevance of the current theory for other parents who deal with the education of their 

disabled children who do not necessarily have an ASD diagnosis. These studies could 

possibly include those children with learning, mental health, physical or sensory 

disabilities. The theory may also have some application for parents dealing with the 

education of their child who is gifted and talented. It may have general application for 

parents who are dealing with the education of their child who potentially does not ‘fit’ 

with what is on offer in the external educational context. If enough similarities exist 

between the journeys of such parents then there may be some justification for 

investigation into the existence of a formal theory where the theorist generates abstract 

concepts and specifies “relationships between them to understand problems in multiple 

substantive areas” (Charmaz, 2006, p. 8).  

 

Additionally, while the theory of seeking progressive fit focuses upon a small number of 

parents from varied backgrounds situated in metropolitan Perth, WA, who are dealing 

with the education of their child with an ASD, it does not concentrate its investigation on 

the experiences of specific types of parents of ASD children. Further studies could 

concentrate their investigation on parents from an English-as-a-second-language 

background, disabled parents, indigenous parents, country parents or other parents who 

potentially may have even greater difficulties dealing with the education of their child 

with an ASD.  It would be very valuable to develop a body of research regarding the 

experiences of such parents dealing with the education of their child with an ASD. This 

would potentially indicate the processes involved, expand our understanding of the 

difficulties of their specific circumstances, and underpin any evidence-based assistance 

made available to them.  

 

It may also be helpful for future research to investigate more comprehensively the 

different stages of the education process involved in this study. In particular, parents in 

this study reported that they had greater difficulty dealing with the education of their 

child with an ASD in a mainstream, high school setting than other settings.  Four of the 

six families involved in the study chose to educate their children with an ASD in 

education settings other than a mainstream, high school setting and this difficulty is also 

borne out in other disability research (Jenkins, 2005; Shaddock, 2005; Shaddock et al., 

2007). It may be worthwhile for researchers to investigate process and generate theory on 

how parents deal with the education of their child with an ASD under different high 
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school circumstances over time. This could include investigation into the processes and 

practices involved in promising innovations such as the WA Department of Education 

and Training (DET) High School Autism Units presently operating on a trial basis.  It 

may also be useful to investigate how parents deal with the education of a specific 

phenotype of children with an ASD over time.  For example, it may be of use to limit an 

investigation to parents of children with an ASD who may be high functioning or non-

verbal to gain a more concentrated understanding of such families’ experiences.  

 

Similarly, while some general research (Reilly, 2004, 2007) has been undertaken on how 

parents deal with the home schooling of their intellectually disabled children in WA, little 

specific research has been undertaken on how parents deal with the home schooling of 

their children with an ASD over time. Additionally, growing prevalence figures 

(Fombonne, 2009; MacDermott et al., 2007a; Smith, 2007; VanBergeijk et al., 2008) of 

students with an ASD entering the adult world indicate there will be an increasing need 

for research into how parents deal with the tertiary education and working life of their 

children with an ASD over time.  

Implications for other Bodies of Theoretical Literature. 

While the theory of seeking progressive fit has implications for the substantive area in 

which it is based, it may also have relevance for other bodies of theoretical literature.  

The categories, concepts and processes which comprise the present theory may 

potentially inform the theoretical perspectives in three other areas of the research 

literature namely, ‘inclusive’ practice in schools, the social impact of parenting a child 

with an ASD and research investigating how parents cope with their disabled children 

over time. 

 ‘Inclusive’ Practice in Schools. 

In Western countries, there has been an increasing trend toward the ‘inclusion’ of 

disabled students in mainstream classrooms as part of an international emancipatory 

movement to include the disabled in regular classrooms and mainstream life (Shaddock et 

al., 2007). The efficacy of ‘inclusion’ of all students with an ASD into mainstream 

classrooms at all stages of their education has been questioned over time (Roberts & 

Prior, 2006; Shaddock, 2005; Shaddock et al., 2007). Research has found that some 

students with an ASD may benefit from mainstream, partly or fully segregated programs 

depending upon their individual profile, development and the educational context they 
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must negotiate with or without support (Bondy, 1996; Jordan, 2005; Myles & Adreon, 

2001; Newson, 1995; Shaddock, 2003; Simpson, 1995, 2004, 2005).  Mesibov and Shea 

(1996) who reviewed the outcomes of full inclusion for students with an ASD found that 

these students often benefited less than other students with other types of disabilities did.  

 

The theory of seeking progressive fit generated in this study supports such flexible 

notions regarding ‘inclusion’ of students with an ASD in mainstream and other 

environments with decisions based upon the student’s individual, educational welfare at 

the time. This call for flexibility of choice however, should not be translated to mean 

there is a reduced need for improving the sometimes unreliable, ‘inclusive’ nature of  

WA and Australian mainstream classrooms to accommodate students with an ASD 

(Chalmers, 1998; Forlin et al., 2008; Jenkins, 2005; MacDermott, 2008; Shaddock, 2005; 

Shaddock et al., 2007). This should remain an ongoing and critical quest so that students 

with an ASD have the same range of educational choices available to them as their peers. 

Hence, the research undertaken in this study supports future research designed to improve 

the ‘inclusive’ nature of mainstream classrooms and other educational environments to 

appropriately accommodate students with an ASD to maximize their educational 

potential.  

The Social Impact of Parenting a Child with an ASD. 

The categories, concepts and processes that comprise the present theory of seeking 

progressive fit may also inform the theoretical perspectives inherent in the research 

literature regarding the social impact of parenting a child with an ASD. Research 

confirms that the impact on families who have a child with an ASD can be extremely 

high where parents are more likely to experience serious psychological distress than 

parents of children with any other developmental disability (Benson & Karlof, 2009; 

Bromley et al., 2004; Sanders & Morgan, 1997; Sivberg, 2002). The theory generated in 

the present study investigating how parents deal with the education of their child with an 

ASD over time takes a concentrated look at but one of the areas that families must 

contend with over time – education.  This present study indicates that these parents are 

often constantly under pressure seeking progressive fit when trying to maximize the 

educational potential of their child with an ASD over time. The general research 

investigating the social impact of parenting a child with an ASD is inclusive of many 

areas which parents must constantly negotiate, not just education. Such specific areas 

need fuller investigation in terms of the processes involved when parents of children with 
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an ASD deal with such areas as spouses, siblings, extended family, work, friendships, 

finances, external support and so on, because all of these areas potentially impact on the 

health and wellbeing of such families over time.  

How Parents Cope with their Disabled Children Over Time. 

Related to the research on the social impact of parenting a child with an ASD is general 

research indicating how parents cope with their disabled children over time. A grounded 

theory study (Taanila et al., 2002) examining how parents cope with their disabled 

children indicates that families use existing resources and strategies to combat external 

and internal demands. Coping involves maintaining or restoring the balance between the 

demands and resources (Patterson, 1988). Other general studies (Berry & Hardman, 

1998) also indicate that success in coping is a long-term process that is linked to a 

gradual accumulation of skills by family members over time and often a changed 

perspective on their situation.   

 

In terms of specific research investigating how parents cope with their children with an 

ASD over time, an Australian longitudinal research project found that parents used both 

problem focused and emotion focused coping strategies over a ten-year period (Gray, 

1994, 2002b, 2006). Gray’s (1994) initial study, at the beginning of a ten year period, 

indicated that most parents used a variety of coping strategies with the most common 

being the use of service agencies, family support, social withdrawal, religion, 

normalisation, individualism and activism. Gray’s (2006) follow-up study conducted 

some ten years later indicated that parents coping strategies changed from the time of the 

initial study to include use of more emotion-focused strategies. 

 

The experiences of parents investigated in the present study resonate with previous 

general and specific coping research undertaken. Parents strategized solutions to respond 

to the complex situations they continually faced when dealing with the education of their 

children with an ASD. They gradually accumulated skills when seeking progressive fit 

for their child with an ASD over time. Unfortunately, the parents in the study often found 

it difficult maintaining a balance between the demands of their circumstances and the 

resources available to their family during the educational journey. They often felt like 

they were Waging the War of their lives trying to maximize the educational potential of 

their child with an ASD in a system often not geared to ‘fit’ such children. This would 

partly explain the high level of stress or variable negative feelings experienced by many 
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parents when dealing with the education of their child with an ASD over time.  It is only 

during the final stage of the theory, Framing Futures, where some parents were able to 

redress the imbalance within the family in the hope of improving the quality of life 

experienced by all members of the family. This supports the findings of existing research 

that indicates parents often experience a change in their perspective of the situation over 

time. In the light of these findings, further research is needed to investigate ways parents 

can be supported to decrease demands and increase the resources available to them so 

that they are able to deal more effectively with the educational journey of their child with 

an ASD and keep their family intact and healthy over time.  

Recommendations for Policy and Practice 

Strauss and Corbin (1994) indicate that substantive theory, grounded in the actions and 

interactions of individuals, can be relevant to developing the ‘understanding’ of policy-

makers. In this case, the theory of seeking progressive fit can serve to increase policy-

makers’ and practitioners’ ‘understanding’ of how parents deal with the education of their 

child with an ASD over time. With a more informed ‘understanding’ of the situation 

faced by such parents, it is plausible that policy development, legislation and regulation 

in the field of ASD education may achieve a more satisfactory result for such families.  

From the theoretical understandings developed through research, both within this study 

and from the work of others (Feinberg & Vacca, 2000; Ferraro, 2008; Lord & McGee, 

2001; MacDermott, 2008; Stanley et al., 2005b; Stoner & Angell, 2006; Stoner et al., 

2005) it is clear that the ongoing task undertaken by parents dealing with the education of 

their child with an ASD over time can be a very difficult and onerous one. At all stages of 

the educational journey parents often struggle to maximize the individual potential of 

their child with an ASD in a system often not geared to ‘fit’ such children. This study 

reinforces our ‘understanding’ that it is often the education system which potentially 

‘disables’ such children because it often fails to ‘enable’ them to be successful in their 

education over time (Ainscow, 1993, 1995; Oliver, 1990, 1996; Skidmore, 2004; Slee, 

1996).   

 

In particular, the ongoing experiences of the parents involved in this study exemplifies 

the inability of the WA mainstream education system to provide reliable educational ‘fit’ 

to children with an ASD over time. The educational outcomes of the children with an 

ASD in the study indicate this strongly. Only one family in this study who had a child 

with an ASD was able to complete their education all the way through a mainstream 



 280 

educational pathway to the end of their formal schooling. Two families ended up home 

schooling their children with an ASD, while another two families segregated 

(segregating) their children and placed them into an Education Support School (ESS) 

because of the inadequacies of the mainstream system to meet their child’s needs. The 

final family, whose child with an ASD is still in primary school, is presently considering 

her child’s future educational options. This mother has already visited a potential 

segregated high school setting because she is yet to be convinced that continuing 

mainstream education for her son with an ASD will best meet his educational needs.  

 

As previously indicated, research has found that some students with an ASD may benefit 

from mainstream, partly or fully segregated programs depending upon their individual 

profile, development and the educational context they must negotiate with or without 

support (Bondy, 1996; Jordan, 2005; Mesibov & Shea, 1996; Myles & Adreon, 2001; 

Newson, 1995; Shaddock, 2003; Simpson, 1995, 2004, 2005). However, even though 

flexibility is needed to accommodate the idiosyncratic profile of students with an ASD at 

different points in time it is imperative that parents have the choice of a reliable, 

‘inclusive’ mainstream environment as one of the viable educational alternatives they 

may choose. These parents and their children with an ASD should have the same rights as 

other parents to choose whatever form of education they feel will best maximize their 

child’s progress and this must include the option of a reliable, mainstream ‘inclusive’ 

education that supports both the child with an ASD and their family appropriately over 

time. Research has consistently found that parents of children with an ASD are more 

likely to endorse schooling where teachers have specialized training and the educational 

program focuses on the specific needs of students with an ASD (Howlin, 1998; Kasari et 

al., 1999; Moreno et al., 2008) and this type of education should be reliably available in 

all educational contexts, including mainstream. The following sections outline specific 

recommendations for policy and practice designed to address the ongoing difficulties 

experienced by parents when dealing with the education of their children with an ASD 

over time. 

Helping Children with Autism Initiative. 

In response to the difficulties associated with educating students with an ASD, specific 

support from the federal level has recently been undertaken.  From 2008 to 2012, the 

Australian Government has committed $190 million to provide a Helping Children with 

Autism (HCWA) support package (Australian Autism Education and Training 
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Consortium (AAETC), 2008b). This initiative seeks to provide an earlier and more 

accurate diagnosis of children with ASD, increased access to early intervention programs, 

and further support services for educators and parents/carers of children with an ASD 

(O'Reilly & Smith, 2008). As yet, this initiative has not been completely independently 

evaluated.  However, as evidenced by the findings of this study and other current research 

(Ford, 2007; Forlin et al., 2008; Jenkins, 2005; MacDermott, 2008; Takahashi, 2005), it is 

imperative that such initiatives, not only continue after 2012, but are refined and 

expanded in the following ways to support the ongoing, difficult lives presently 

experienced by many parents who must continually seek progressive fit when dealing 

with the education of their children with an ASD over time.   

Diagnosis. 

Presently, the federal HCWA package provides funding ($20.7 million) for diagnosis and 

development of a treatment plan for children under the age of 13 years. The results of this 

study and recent others (Dissanayake, 2009; Granpeesheh et al., 2009; Prior & Roberts, 

2006) continues to indicate that early and accurate diagnosis is imperative to maximize 

the individual educational potential of children with an ASD. Parents in this current study 

found that the seeking and gaining of an accurate diagnosis was often an elusive, iterative 

and traumatic process, and for some families this process took many years as evidenced 

in the Beginning Battle stage of this research. Since 2007, there has been a ‘Two screens 

by Two years’ guideline operating in the USA where very young children are routinely 

screened for an ASD by their paediatrician twice before they reach two years of age 

(Duby & Plauche Johnson, 2009). In relation to this, there has been a recent call for more 

accurate, early universal screening of ASDs within Australia (Dissanayake, 2009; 

Edwards, 2009, September 14). The Australian researcher Dissanayake (2009) has 

recently recommended that a developmental surveillance approach be adopted where 

infants are monitored regularly throughout their first two years for the development of 

early social attention and communication behaviours by primary health care 

professionals. A large community-based study using this approach resulted in an 81% 

ascertainment rate for an ASD (Dissanayake, 2009). The implementation of such a 

surveillance method would require the education of primary care professionals in 

identifying the early signs of an ASD. The value of such early identification and its 

relationship to early intervention cannot be underestimated (Dissanayake, 2009). It is 

therefore, recommended that HCWA package be expanded to support such a crucial 

education and surveillance program to ensure parents are able to gain an accurate and 
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timely diagnosis for their children. Such an initiative is especially important for those 

families who do not have the financial resources to research their own situation or seek a 

private diagnosis for their children as evidenced in the early intervention category of 

settling in this study. 

Early Intervention. 

Another area in desperate need of expansion in the HCWA package is that of early 

intervention.  Most parents in this study found it very difficult to seek, gain, maintain and 

create intensive, timely, appropriate and reliable early intervention for their child at a 

reasonable cost as evidenced in this study in the categories of settling, improvising and 

maximizing occurring during the early intervention years. Other research confirms that 

there is often a lack of appropriately trained consultants that sometimes forces parents to 

conduct their own home-based intensive behavioural programs with only intermittent 

support from professionals (Johnson & Hastings, 2002). Research  also indicates that it is 

unlikely that home-based, intensive behavioural programs (Bibby et al., 2002; Mudford et 

al., 2001) will result in the same gains as those clamed in the original Lovaas study 

without appropriate support (Lovaas, 1987). Financial support for one of the most 

efficacious early interventions based on long-term research is presently still greatly 

under-funded (Roberts & Prior, 2006). The HCWA package provides all children aged 

six and under who are diagnosed with an ASD and are not yet school-aged with funding 

of up to $12,000 (up to $6,000 per financial year) to assist with the financial cost of 

accessing EI services. This figure falls far short of providing appropriate funding for the 

intensity of EI recommended by a recent government review which investigated current 

research regarding the most effective models of EI for children with an ASD (Roberts & 

Prior, 2006). The recommended model of intervention is based on Applied Behaviour 

Analysis / Discrete Trial Training (ABA/DTT) methods and recommends that EI “be 

extensive and intensive” and be conducted “a minimum of 20 hours a week over two or 

more years” as early as possible in order for young children to make major gains (Prior & 

Roberts, 2006, p. 3). Government funding for this model is still greatly inadequate and 

does not cover the hours per week of recommended intervention needed in best practice 

models. Most families will still continue to struggle to find up to $60,000 per year 

(Eccleston, 2005), even with the HCWA package, to cover the intensive therapy needed 

to conduct this model even though it is recommended as one of the most efficacious early 

interventions for children with an ASD (Prior & Roberts, 2006).   
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A comprehensive, recent study (Granpeesheh et al., 2009) has confirmed once again, that 

increasing treatment hours within an early, intensive, behavioural intervention scheme 

results in greater efficiency in new skill acquisition and this effect was strongest in the 

younger children with an ASD. It is therefore, recommended that the early intervention 

funding available through the HCWA package be expanded substantially to allow parents 

the greatest chance to maximize their children’s educational progress without risking 

financial ruin (Eccleston, 2005; Sharpe & Baker, 2007). Additionally, it is recommended 

that the federal government develop policy and make funds available to provide early 

intervention Autism units Australia-wide, based on the WA  Department of Educational 

and Training (DET), evidence based, ‘best practice’ early intervention Autism unit model 

(Lewis, 2008, 2009) as detailed in the EI sub-category of maximizing (school-based). 

Parents with the least amount of resources as evidenced in this study in the category, 

settling, should be able to have equal access to best practice early intervention in 

appropriate intensity for their child with an ASD at the earliest time irrespective of their 

financial circumstances.  For without such options available the fate of such children with 

an ASD will be determined by a lack of appropriate and timely intervention rather than 

by the condition itself.   

Supplementing. 

The HCWA initiative also provides access to treatment from psychologists, speech 

pathologists and occupational therapists in the form of 20 services in total per child, in 

any combination from these providers for children with an ASD under the age of 13.  

This study indicates in the category of supplementing, that parents are often required to 

supplement the education of their child with an ASD over many years with such therapies 

to ensure their child’s maximum progress. According to the experiences of such parents, 

present-day government-funded therapy services available to school-aged children with 

an ASD in WA are extremely inadequate in terms of their intensity and quality of service 

provision, especially for children with severe needs. It is therefore, recommended that 

such funding be immediately expanded to ensure that when such therapies are needed 

they can be accessed by parents in a timely fashion in sufficient intensity over as many 

schooling years as needed, irrespective of the parent’s ability to afford them for their 

child. Presently there is a strong call by disability groups to set up a National Disability 

Insurance Scheme (http://www.ndis.org.au/) to provide all Australians with a no-fault 

insurance scheme for everyone who has, or acquires a significant disability. This would 

potentially allow parents of children with an ASD to access much-needed therapy 

http://www.ndis.org.au/�
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services and to gain them in a timely fashion over as many years as they are needed, 

irrespective of their ability to fund such therapies themselves. It is totally unacceptable 

that in a country as wealthy as Australia that a teenage boy with an ASD currently living 

in Western Australia can have very limited communication skills and not be toilet trained, 

as is the case for one of the more vulnerable families who kindly participated in this 

study.   

Parent and Professional Workshops. 

As part of the HCWA package, the Department of Education, Employment and 

Workplace Relations (DEEWR) is currently delivering two initiatives through its Positive 

Partnerships programs.  There is professional development for school staff to support 

school students with an ASD and workshops and information sessions for parents/carers 

of school students with an ASD. This study and other research (Crosby, 1998; Ford, 

2007; Forlin et al., 2008; Kavale & Forness, 2000; MacDermott, 2008; Shaddock et al., 

2007; Ypinazar & Pagliano, 2004) indicates that there is often a fundamental divide 

between the rhetoric and reality of ‘inclusive’ practice for children with an ASD in 

mainstream schooling environments. The experiences of parents in this study during the 

formal schooling years indicated that they were frequently chasing a placement for their 

child with an ASD in an often, unwelcome mainstream system. They had to continually 

negotiate an acceptable educational pathway in a waxing and waning fashion to ensure 

‘inclusivity’ reliably occurred for their child with an ASD over time.  Parents were also 

continually supplementing their child’s education because of the unreliable nature of the 

education process and the idiosyncratic needs of their child with an ASD. Some children 

with an ASD in this study also experienced a crisis point in their mainstream schooling 

where their parents were compelled to remove their child because of a continual lack of 

appropriate ‘inclusive’ practice. This led to a situation where parents opted to either home 

school or segregate their child from the mainstream as evidenced in the sub-categories of 

home schooling and segregating. These parental experiences reflect current research that 

indicates that while disabled students may have increased rights regarding access and 

enrolment in regular schools, issues have now arisen regarding the quality and outcomes 

of the education they receive in such environments (Ford, 2007; Forlin et al., 2008; 

Shaddock et al., 2007; Ypinazar & Pagliano, 2004).  

 

This is especially so in relation to the experiences of students with an ASD in some 

Australian schools (MacDermott, 2008; Shaddock, 2005). Hence, it is highly 
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recommended that the HCWA education programs for both education professionals and 

parents/carers be ongoing with refinement incorporating current critical needs. This study 

and other research indicates that the areas of bullying (Attwood, 2004, 2007; Heinrichs, 

2003; Little, 2002; Olweus, 1993; Rosendorff, 2007, Symes & Humphrey, 2010) and the 

functional treatment of problem behaviour (Ford, 2007; Forlin et al., 2008; Myles, 2005; 

Myles & Adreon, 2001) in mainstream contexts are current areas of high concern for 

parents, school staff and students with an ASD, and should therefore, receive priority in 

the HCWA education programs. The workshops should also provide information 

regarding the different education options available to parents when dealing with the 

education of their child with an ASD over time as evidenced in the mainstream sub-

category of finding fit and the opting out sub-categories of home schooling and 

segregating. This instruction should be provided by exemplary practitioners (including 

parents) in their fields to allow parents to make informed choices regarding the 

educational options available to them and their child with an ASD over time.  

Mainstream education should be seen as but one of the options available to parents when 

educating their children with an ASD. 

 

It is significant to note that only one parent in this study has attended the HCWA parent 

workshops. Parents indicated a lack of knowledge regarding the details of the workshops, 

potential difficulties with childcare and the timing of the workshops as barriers to their 

attendance. Some parents also indicated that they did not have ready access to the internet 

to view the website and on-line learning modules provided. To ensure that the training 

packages are more cost effective and targeted to meet the needs of local clientele, it is 

recommended that the nationally derived training resource packages be given to the states 

for adaptation to their local circumstances with implementation using local services that 

understand their unique environments. This would ensure that the training is targeted 

appropriately to local needs and that local networks could be more fully utilized to 

promote such events.  It is also highly recommended that families be regularly consulted 

in relation to their ongoing educational needs to keep the HCWA workshops highly 

relevant and ensure their effectiveness is maximized. 

Discrimination. 

Another area briefly referred to in the Parent and Professional Workshops is the 

legislation that underpins the inclusion of the disabled in mainstream educational 

environments. As explained in the context chapter of this thesis, ‘inclusion’ has been 



 286 

supported at the federal level within Australia by the enactment of both the Disability 

Discrimination Act (DDA) (Commonwealth of Australia, 1992) and the Disability 

Standards on Education (Commonwealth of Australia, 2005).  

 

This study, especially in the sub-categories of chasing, waxing and waning and crisis 

point, and other research (Ford, 2007; Forlin et al., 2008; MacDermott, 2008; Shaddock 

et al., 2007; Ypinazar & Pagliano, 2004) illustrate the ongoing difficulties experienced by 

some children with an ASD in relation to their appropriate ‘inclusion’ in mainstream 

contexts. The parents in this study often lacked knowledge regarding their rights under 

the DDA and the Education Standards. As explained in the sub-category, chasing, parents 

of children with an ASD were often unwilling to enroll their child into a school where 

they felt unwelcome because they feared the ongoing negative treatment that their 

vulnerable child may receive over time. As evidenced in the sub-category, waxing and 

waning, parents indicated that their children with an ASD were often at the mercy of 

slippery notions of ‘inclusive’ practice that sometimes permeated mainstream contexts 

that could change rapidly at any time. Sometimes, as exemplified in the sub-category 

crisis point, a specific time could be reached where a parent was compelled to remove 

their child with an ASD permanently from a school because of a perceived continual lack 

of appropriate ‘inclusive’ practice occurring in that mainstream environment.  It can be 

argued that parents should be supported to understand the relevant legislation to a point 

where they can determine if discrimination has potentially occurred for their child with 

an ASD to ensure their child’s right to be educated appropriately and equitably is not 

compromised. 

 

As explained, the legislation does not prevent discrimination from taking place but rather 

deals with it after the discrimination has occurred. The onus of proving discrimination 

rests with the complainant initially and once it has been established that discrimination 

has occurred the onus moves to the respondent who may seek to prove that the 

discrimination can be excused through limited defence under the Acts (Guthrie & 

Waldeck, 2008). This present process is one that most parents of a child with an ASD 

would potentially find very daunting and onerous given the difficulties inherent in other 

parts of their lives. The difficulties associated with use of the legislation by the disabled 

and their advocates have been previously documented (Newell, 1995, 2005). It is 

therefore recommended that through the Parent and Professional workshops, parents be 

given a very clear and concise understanding of their child’s rights under the legislation 
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and the process needed to make a complaint under the Acts (Guthrie & Waldeck, 2008). 

This would encourage parents to alert schools regarding their responsibilities and also 

allow them to make an informed decision regarding the worth of pursuing a complaint of 

discrimination for their child with an ASD. In particular, the Education Standards now 

provide some specific guidance on the issue of ‘reasonable adjustment’ (Guthrie & 

Waldeck, 2008). This issue can be a constant source of contention in some mainstream 

educational environments as evidenced in the experiences of the families in this study. 

Otherwise, Australian parents of children with an ASD will remain at the mercy of the 

policy and practices of individual education providers who may or may not comply with 

the present legislation. This knowledge is especially important for parents who have the 

least amount of resources available to them and cannot choose alternative means when 

educating their child with an ASD. 

Autism Advisors / Key Local Facilitators 

Presently, the HCWA initiative provides some direct support to parents through a 

national program of 32 Autism Advisors. These advisors provide parents of children with 

an ASD with advice regarding the most appropriate early intervention services and their 

funding. There is also a limited amount of professional support given by Key Local 

Facilitators (KLFs) to parents for a three-month period after they attend the DEEWR 

education workshops for parent/carers of school students with an ASD. These services 

represent only a beginning in terms of providing specific, professional, ongoing 

educational support to parents who have pre-school and school-aged children with an 

ASD. Parents have indicated that there is no one agency that presently operates with all 

of this information in a centralized location that is available to families. This is especially 

so once children with an ASD are school-aged when all services become more 

decentralized and parents need to become effective case managers for their children – a 

task that not every parent has the skills or resources to accomplish. This study has shown 

that parents must be involved far more with the education of their child with an ASD than 

with a neurotypical child to ensure their child’s educational potential is maximized.  

Parent’s ability to do this is compromised by the nature of their individual circumstances 

as evidenced by the different situations experienced by the parents involved in this study.   

 

Research indicates that a parent’s general journey with their child with an ASD is fraught 

with many difficult times (Benson & Karlof, 2009; Gray, 2002b; MacDermott, 2008; 

Singer, 2006; Tehee et al., 2009). This study, focusing upon the educational journey, 
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highlights how parents and their children with an ASD can sometimes experience 

overwhelming episodes when dealing with their child’s education over time.  Traumatic 

crisis points can occur for some families during the educational journey of their child 

with an ASD, and immediate, accurate information and support at these times is crucial to 

ensure the well-being of these parents and their families to guarantee drastic 

consequences do not occur. This support is especially needed during key transition 

periods and the high school years where stress for such parents and their children with an 

ASD can be at their highest (Gray, 2002b). The research (Benson & Karlof, 2009; Ewart, 

2002; Hastings & Brown, 2002; MacDermott, 2008) indicates that appropriate, targeted 

informal and formal support can improve the outcomes for many of these families. 

Hence, it is highly recommended that the role of Autism Advisors and KLFs be 

combined and be available to parents throughout the educational journey of their child 

with an ASD. These advisors or case managers would then be able to develop strong and 

cohesive connections with all of the various agencies, government departments, referral 

services, local councils, local area coordinators and other service providers and 

potentially provide pro-active support especially for ‘at-risk’ families who have limited 

informal and formal support available to them.  

Tertiary Education. 

Tertiary Education for Students with an ASD. 

According to the findings in sub-stage one, transitioning, of this study, and other research 

(Camarena & Sarigiani, 2009; Smith, 2007; VanBergeijk et al., 2008) tertiary education 

is potentially another area of great import to parents of children with an ASD. The 

experiences of the parents in this study during their child’s transition (transitioning) to 

both work and tertiary study during the final formal schooling years indicate that seeking, 

gaining, maintaining and creating fit for their child with an ASD in the adult world will 

potentially be another ongoing quest for parents. Parents in this study could not just rely 

on external services to support their child’s transition process to either tertiary study or a 

suitable work situation.  Parents had to, once again, be the driving force behind the 

successful transition of their children with an ASD from schooling to tertiary study or 

work in the external adult world. To date, there has been very limited investigation into 

the tertiary education of students with an ASD in Australia. Preliminary general research 

(Smith, 2007; Wolf, 2001) into support services for students with an ASD in higher 

education indicates that there are an increasing number of individuals with an ASD 
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entering tertiary education. While tertiary institutions provide some limited support 

through student services, it is generic in nature and not ASD specific or tailored to the 

individual needs of the student (Smith, 2007). It is therefore, recommended that there be 

ASD specific education to help faculty members understand how best to succeed with a 

student with an ASD. Support services at tertiary level should also be expanded to allow 

effective intervention into potential areas of difficulty for students with an ASD.  The 

areas of difficulty could include the areas of communication, social and independent 

living skills and executive functioning (VanBergeijk et al., 2008).  

Tertiary Pre-Service Teacher Education. 

Related to this discussion of tertiary education is the area of preparation of pre-service 

teachers in relation to students with an ASD. Parents in this study indicated in the sub-

categories of chasing, waxing and waning and crisis point, that they were constantly 

required to advocate on their child’s behalf in often unwelcome, unreliable, mainstream 

environments to ensure the educational potential of their child with an ASD was 

maximized. Other research similarly indicates that there is often a difference between the 

rhetoric and reality of ‘inclusive’ practice for children with an ASD in mainstream 

schooling environments (Crosby, 1998; Ford, 2007; Forlin et al., 2008; Kavale & 

Forness, 2000; MacDermott, 2008; Shaddock et al., 2007; Ypinazar & Pagliano, 2004). 

Research has found that parents of students with an ASD identify teacher training as the 

single, most enabling factor in providing for their children in a mainstream setting 

(Jindal-Snape, Douglas, Topping, Kerr, & Smith, 2005). Given that students with an ASD 

are up to three times more likely to be bullied and more likely to be rejected by their 

peers (Symes & Humphrey, 2010) it stands to reason that teachers should have 

appropriate training to successfully include such students (Leach & Duffy, 2009).  

Furthermore, strategies used can vary with the age of the student, the classroom setting 

and specific student being included (Hess, Morrier, Heflin, & Ivey, 2008). Research has  

shown that appropriate teacher training can result in increased awareness of ASDs 

(Leblanc, Richardson, & Burns, 2009) along with a significant improvement in the 

classroom behaviour of students with an ASD and reduced teacher stress (Probst & 

Leppert, 2008). The West Australian DET Centre for Inclusive Schooling is currently 

offering tertiary institutions a 32 hour, semester-long accredited unit of instruction on 

supporting students with an ASD in the mainstream classroom. Unfortunately, not all 

education faculties in the WA tertiary sector register the crucial need or have the time or 

funds to offer such courses in their pre-service programs; even though such instruction 
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has widespread application for the increasingly diverse educational needs now apparent 

in current student mainstream populations (Shaddock et al., 2007).  This study and other 

research indicates that mainstream school can be a very problematic time for students 

with an ASD and regular school staff should be appropriately prepared to understand and 

support such students in their educational care (Adreon & Stella, 2001; Myles & Adreon, 

2001; Shaddock, 2005).   

Home Schooling. 

The findings in this study in the sub-category, home schooling, echo the current research 

by Reilly (2002, 2004, 2007) on how West Australian parents deal with the home 

schooling of their children with intellectual disabilities. In line with some of the 

recommendations for improvement in practice made by Reilly (2007), it is similarly 

recommended that there be improvement in the support and funding of home schooling 

practice for parents in relation to the home schooling of their children with an ASD.   

Support. 

Parents in this study found that there was very limited support, especially at the 

beginning of the process when dealing with the home schooling of their child with an 

ASD. During home schooling these parents eventually used formal and informal, external 

home schooling services and adopted maverick strategies to improvise their own 

educational programs depending upon the parent’s background, experience, confidence, 

the age of the child and the nature of the educational programs that the child with an ASD 

may need. As suggested by Reilly (2007), there is a need for support and guidance 

regarding such areas as home schooling structures, teaching techniques, content and 

resources. Therefore, it is similarly recommended that there be a government-funded 

home schooling consultant with links to the local home schooling organizations to help 

support such parents (Reilly, 2007). The existence of such a consultant would be 

especially valuable at the beginning of the process of home schooling when parents have 

often experienced a traumatic crisis point in their child’s schooling that precipitated their 

decision to home school their child as evidenced in the sub-category home schooling of 

this study and other studies (Reilly, 2007). It would also be helpful for the home 

schooling consultant to have some background in disability, especially in relation to the 

education of children with an ASD, to support parents appropriately over the course of 

their child’s home schooling. 
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Funding. 

Reilly (2007) also recommends that home schooling parents be funded to support them in 

the process of educating their child with an intellectual disability.  Similarly, parents in 

this study found that they were unable to gain external work and home school their child 

with an ASD at the same time and this caused financial and emotional strain within the 

family. Both government and non-government schools are currently funded to educate 

students in WA but there is no provision to pay parents who choose to, or are compelled 

by circumstance, to home school their child, even though New Zealand currently 

provides precedent and funds their home schooling parents (Reilly, 2007).  It will be 

recalled that both families in this study who chose to home school their child with an 

ASD were compelled to remove their children from mainstream schooling because of the 

ongoing psychological and/or physical damage occurring for their child in such 

environments.  Home schooling parents must presently absorb all costs associated with 

educating their child with an ASD, unless they can access the services of SIDE.  

However, parents’ knowledge regarding the existence of and eligibility for this service is 

presently ad hoc given the absence of a funded home schooling consultant. It is therefore, 

highly recommended that home schooling parents be funded to educate their children 

with an ASD, especially if the WA government is unable to provide an appropriate and 

safe way to educate such children and this responsibility falls to the parents. 

Conclusion 

In a speech given at the opening of the 2009 Asia Pacific Autism Conference, in Sydney, 

The Hon. Bill Shorten MP, Parliamentary Secretary for Disabilities and Children’s 

Services admitted: 

               I am embarrassed at the struggle that families in Australia have to do 
to find doctors, therapists and teachers with experience, or indeed 
even with empathy, for what it means to be autistic or to care for 
someone with Autism (The Hon Bill Shorten MP, 2009). 

 
He also stated that he saw: 

                … the life experience of a parent of a child with Autism, and indeed 
the life of a person with Autism as a series of collisions where the 
system that should be supporting the parents, in fact, fails and 
betrays them time and time again (The Hon Bill Shorten MP, 2009). 

 
These words accurately echo the experiences of the brave, and often, fragile parents who 

participated in this study and gave an insight into how they deal with the education of 

their child with an ASD over time. Unfortunately, the parents in this study were often 
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involved in the very difficult process of seeking, gaining, maintaining and creating 

progressive fit for their child with an ASD over time in order to maximize their child’s 

educational potential in an education system often not geared to ‘fit’ such children 

(Ainscow, 1993, 1995; MacDermott, 2008; Oliver, 1990, 1996; Skidmore, 2004; Slee, 

1996).   

 

The Hon. Bill Shorten MP also acknowledged that, “there are major fundamental 

problems with the way the support system works for ASDs in Australia” (The Hon Bill 

Shorten MP, 2009). Given such ‘understanding’ of the situation faced by parents, it 

remains to be seen whether such words will be followed appropriately by government 

policy and further funding, both state and federal, to increase the help and support 

available to such embattled families. For we, like The Hon Bill Shorten MP, continue to 

desperately ask: 

              Why can’t we have a system in this country that upon diagnosis a 
child with any developmental delay and their parents will be 
provided with a case manager to help them navigate the system?  
Why cannot we, we are a rich and generous nation …our nation is 
rich enough to afford equal treatment for the families and people 
with ASDs.  We as a nation, should be able to arrive at a point where 
we cannot only provide the case manager, for that individualized 
support, but people can have the expectation that their child will 
receive early intervention services, they will be able to go to a 
primary school, they will be able to go to a secondary school 
depending upon their needs, their desires and their directions.  

 
               They will be able to live in supported accommodation or not 

depending upon the severity of their ASD. They will be able to have 
the opportunity to participate, not just at work, but socially and 
culturally.  I see no reason why the presence of an impairment should 
remain to be the defining feature of an individual’s life.  This country 
is capable of coming up with solutions that provide genuine equity 
(The Hon Bill Shorten MP, 2009). 

  
Only time will tell whether successive governments will be part of the solution or be part 

of the problematic system that often “fails and betrays” parents and their children with an 

ASD “time and time again” (The Hon Bill Shorten MP, 2009). For the HCWA package is 

only a beginning, there is still much work to be done – just ask the parents who have a 

child with an ASD.  For their voices are often not listened to or acted upon in discourse 

concerning the education of their own children with an ASD. 
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Appendix A – General Research Questions 

 
Type (What is it? What are its defining features and its varieties?) 
 

• How do parents define ‘education’ in relation to their child with an ASD? 
• What meanings do parents make of such terms as ‘disability’ and more 

specifically ‘Autism’ since the birth of their child with an ASD? 
• How do these meanings (‘education’, ‘disability’ and ‘Autism’) inform parents’ 

actions in relation to the education of their child with an ASD? 
• Do parents identify more significantly with the culture of the disabled since the 

birth of their child with an ASD? 
• What factors, if any, make parents feel an affinity and membership with the 

culture of the disabled? 
• Do parents feel there are culture specific differences for families who have a 

child with an ASD versus families who have children with other varying 
disabilities? 

 
 
Structure (What is its detailed organization?) 
 

• What is the structure and sequence chosen by parents when educating their child 
with an ASD?  

• Why do parents choose such structures and sequences when trying to educate 
their child with an ASD? 

• How successful are such decisions in relation to the educational progress of the 
child with an ASD and/or the overall well being of the family over time?  

 
 
Process (How does it operate?) 
 

• What curriculum and pedagogy decisions are made by parents when trying to 
educate their child with an ASD over time? 

• What underpins such decision making and do these decisions change over time?   
• What factors influence parents in their decision making regarding curriculum 

and pedagogy over time?  
 
 
Agency (How do people strategize in or toward it?) 
 

• Is there an overarching strategy used by parents to educate their child with an 
ASD over time?  

• Are different strategies required by parents to manage different parts of the 
education process of the child with an ASD? 

• Does historical context impact on the strategies needed by different parents who 
have a child with an ASD? 

• Do parents’ backgrounds have any impact on their ability to deal with the 
education of their child with an ASD? 

• Do these strategies change or remain static over time? 
• Do these strategies have elements in common with other theories of how parents 

deal with the education of their child with a disability?   
• Or would such theories need modification in relation to the task set before 

parents who have to deal with the education of their child with an ASD? 
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Appendix B – ‘Aide Memoire’ Questions  

 
A.  Context?  Who is it?  What are the surrounding circumstances? 

 

1. Please describe yourself and the other members of your immediate family. How 
many of your children have special educational needs?  What are they? 

2. Please describe and give a brief history of your child. (It would be very helpful 
to be able to read any reports you would like to share regarding your child’s 
educational and/or medical history). 

3. When was your child first diagnosed?  Has this diagnosis been helpful to your 
child’s education? 

4. Where has your child gone to school? 

5. Has you child been involved in any tertiary education? Please give details.  

6. Has your child been involved in any work situation where they have needed 
training? Please give details. 

7. What sort of therapy has your child received over the years?     

 
 
B.  Type? What is it? What are its defining features and its varieties? 
 

1. What meaning does the term ‘education’ have to you when you think about your 
child? 

2. What do you see are the main benefits of educating your child? 

3. Is this any different to what you think of as ‘education’ for your other children 
or for other children in general?  Why or why not? 

4. What do you consider is ‘best practice’ education for your child?   

5. Is there a difference between ‘therapy’ and ‘education’ for your child?  If so, is 
this difference important? Why/why not? 

6. What do you understand the term ‘disability’ to mean?  Has your understanding 
of this term changed over time? 

7. Does your family have much in common with other families who have a child 
with a disability? 

8. What do you understand the term ‘Autism’ to mean?  Has your understanding of 
this term changed over time? 

9. Does your family have much in common with other families who also have a 
child with an ASD? 

10. What do you understand the term ‘inclusion’ to mean?  Has your understanding 
of this term changed over time? 

 
C.  Structure? What is its detailed organization? 

 

1. Please describe a typical school day for you. 
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2. Please describe a typical weekend day for you. 

3. Please explain what led you to educate your child with an ASD in the way that 
you have?   

4. How successful have the choices been that you have made?  Please explain. 

5. Is cost of education important in your decision making?  Why/why not? 

6. Can you tell me about some of your experiences when trying to enrol your child 
in school?  Did your way of dealing with enrolment change over time? 

7. How have you dealt with transition from one school to another?  

8. How have you dealt with transition from school to tertiary education? 

9. How have you dealt with transition from school to work?  How important is 
transition and why?   

10. Upon reflection, would you have changed any of the choices that you made?   

 
D. Process?  How does it operate? 

 

1. What are the different ways of teaching which have been used to educate your 
child?  Why were these ways chosen?  How do they operate?  How successful 
have they been? 

2. Over the years how have you dealt with the problems that have arisen with the 
way your child has been taught? 

3. Were any changes made to the course content?  If so, how were these decisions 
reached?  How did your child respond to such changes? 

4. Have you been consulted about how your child is taught and what is included in 
their courses of study?  If so, how useful was such consultation? 

5. Was an Individualized Education Plan (IEP) ever used?  Who was involved in 
the IEP?  How useful was it?  How could it have been improved? 

6. Do you feel the staff have appropriate training when trying to educate your 
child? What do you see as appropriate training? 

7. Has it been difficult to access quality aide time?  Do you think aide time is 
important?  Why or why not? 

8. How successful has the process of inclusion been for your child?  What could 
you suggest that would help to improve the situation? 

9. Have you accessed school/tertiary support services (disability officers, education 
head offices, speech therapy, occupational therapy and so on)?  If so, how 
successful were they for your child?   

10. Has medication been used to deal more effectively with the education of your 
child?  If so, what are the benefits or drawbacks when using medication?  Have 
your views regarding use of medication changed over time? 

11. Have alternative therapies been used to deal more effectively with the education 
of your child?  If so, what are the benefits or drawbacks when using such 
therapies?  Have your views regarding use of alternative therapies changed over 
time? 
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E. Agency? How do people strategize in or toward it? 
 

1. What part have you played in your child’s education? If you have a partner, 
what part have they played? Has this been successful? 

2. Is there one single way of doing things that you have found which works best 
when trying to educate your child? Or have you found that a variety of ways of 
doing things has been more helpful.  Please explain.  

3. What helped you to work out these successful ways of doing things?   

4. At what stage of your child’s education did you feel the least prepared in your 
decision-making?  Why? 

5. At what stage of your child’s education did you feel the most prepared in your 
decision-making?  Why? 

6. Have you felt isolated while trying to educate your child?  If so, what have you 
done to deal with this isolation? 

7. Do you feel ‘advocacy’ for your child is important?  Please explain. 

8. Is there anything in your background (gender, education, career, ethnicity, strong 
family life and so on) which you feel has helped you deal with the education of 
your child? 

9. Do you belong to any organisations that link you to other families who have a 
child with an ASD or disability?  Have these links been useful? 

10. What has been the best help these organisations have given you? 

11. Have there been any significant professionals who have helped?  Please explain 
who they have been and what they did. 

12. Have there been people, other than professionals, who have helped you?  Please 
explain who they have been and what they did. 

13. Have you found the members of your own family helpful? Please explain. 

14. How have you dealt with balancing the educational needs of your child with 
your own needs and the needs of your family? 

15. What do you think has been the most difficult thing about trying to educate your 
child with an ASD and the other children in your family? How have you dealt 
with this? 

16. If you could speak to parents of newly diagnosed children with an ASD what 
would you advise them?  Why are such things important? 

17. In retrospect, what sort of support do you feel is needed for parents trying to 
educate a child with an ASD?  Why is this support necessary? 
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Appendix C – Follow-up Questions 

(1) Has your level of involvement with your child’s education changed 
over time?  If so, what are the reasons for this change? 

(2) Has your ability to deal with the educational challenges of your  son 
improved over time?  Why/why not? 

(3) How important are the medical and education systems when it comes 
to helping families deal successfully with their child/ren with 
Autism? 

(4) Have your priorities regarding your son’s education changed over 
time?  If so, what changes have you noticed and what prompted these 
changes? 

(5)  Was the future adult world one of the drivers regarding your 
educational plan for your son in the latter years of his education?  

(6)  Has the educational improvement in your son’s skill level allowed 
you to have a greater level of independence and a more balanced 
life? 

(7) How do you see your level of involvement with your child in the 
future? 

(8) Have you noticed a change in your identity as a person from what 
you were like before you involved yourself in the world of Autism to 
who you are now?  What prompted these changes? 

(9) If you could give educational advice to a new parent who had a son 
like yours what would it be?  

 
This example of follow-up questions used in the study shows how I further investigated 

the possible category of redressing the imbalance with participants. The responses to 

these questions revealed specific intervening conditions under which this category 

operated.  The responses also indicated that the category was more relevant to those 

participants who were nearing the end of their child’s formal schooling, beginning 

tertiary education or a work situation than younger parents who were still preoccupied 

with maximizing the educational potential of their child with an ASD.  However, one of 

the parents of an older child with an ASD, who was particularly aware of her whole 

family’s welfare, did indicate that she had put specific redressing the imbalance 

strategies in place at an earlier stage to ensure that other family members were given a 

chance at a more equitable and balanced life. 
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Appendix D – Draft Tabular Representation of the Theoretical Construct                                

 
Stage 1: The Battle 
Begins. 
 

a. Feeling Worried 
 

 
 
 
b. Convincing 

Others 
 

 
 
c. Seeking 

Diagnosis 

 
1a(i). Experiencing difficulties with child as compared to other 
children (aloofness, isolation, rigidity, lack of eye contact/shared 
attention, obsessions, communication difficulties/differences, 
sensory sensitivities, self stimulation). 
1a(ii). Witnessing child losing skill and slipping away 
(Asperger’s exception). 
 
1b(i). Gaining information from various sources (media, 
therapists, internet, books). 
1b(ii). Convincing others regarding differences (health nurses, 
teachers, family members, doctors). 
 
1c(i). Seeking a diagnosis but finding ‘a double edge sword’ 
(misdiagnosis, stigma, waiting lists, limited help, different 
diagnoses preclude intervention access etc.) 
1c(ii). Managing individual and family fear, grief and denial 
(shadow syndromes?). 
1c(iii). Expecting a united family experience and a competent 
system to help. 
 

Stage 2: The Rules of 
the Battle are 
Learned. 
 

a. Taking on the 
Quest 

 
b. Prioritizing 

Family Roles 
 

 
 
 
 
 
 
 
 
 
c. Experiencing 

Battle Mode 
 

 
 
 
 
 

 
2a(i). Researching ASD’s and absorbing time critical, imperative 
nature of early intervention/education and corresponding 
improvement in life for all family (hoping for recovery). 
2a(ii). Recognizing the idiosyncratic nature of child/ren with an 
ASD and need to tailor interventions accordingly. 
 
2b(i). Prioritizing the needs of the child with an ASD above other 
family members’ needs. 
2b(ii).Separating roles regarding educating and financially 
supporting child with an ASD. 
2b(iii).Experiencing isolation for all family members. 
2b(iv).Experiencing difficulty balancing needs of child with an 
ASD with those of the rest of the family.(overt/shadow 
syndromes in sibling/spouses/QOL deterioration for all members, 
greatly increased expectations of other family members / reduced 
awareness of others’ needs/situations & escalating time needs of 
child with an ASD )  
 
2c(i). Experiencing extreme difficulty accessing appropriate 
interventions/ formal education (enrolment, lack of aide time, 
waiting lists, costs, skills of therapists, competition with other 
ASD families, transitioning, etc.). 
2c(ii). Attempting to maximize learning opportunities as per best 
practice (24/7) and registering depression, inadequacy, 
exhaustion and the relentless march of time (experiencing 
variable results/misunderstanding of difficulties at home by 
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d. Learning the 

Rules for 
Survival. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

professionals who expect support for learning programs – PG 
int.).  
2c(iii). Receiving rejection both within and external to the school 
system. 
2c(iv). Experiencing the relentless, overwhelming nature of 
potentially lifetime commitment to child with an ASD. 
2c(v). Feeling overwhelmed, inadequate, ashamed, stressed, 
disappointed, distrustful, despairing, helpless, fearful, anxious, 
depressed, desperate, cynical, burnt out and burying traumatic 
memories (reduced quality of life/ clinically depressed) 
2c(vi). Questioning the value of marriage and family and seeking 
escape. 

 
2d(i). Becoming committed, flexible, confident, courageous, 
reflective, creative, single-minded, proactive, a problem solver, 
assertive, self-reliant, independent (taking charge), relentless, 
resilient, developing a ‘thick skin’, regaining trust and a sense of 
humour/fun. (starting to get ‘ballsy’- participant in-vivo code) 
2d(ii). Gaining targeted support internally and externally (family, 
friends, external agencies, etc. to allow parents to become more 
emotionally available to others, redress imbalance). 
2d(iii). Manipulating the system to maximize benefits (shifting 
target, non-disclosure, accessing power brokers, squeaky wheel). 
2d(iv). Choosing and changing environments (multiple 
enrolments, educational or otherwise) -  based upon parental 
recommendation, evidence based interventions, team work, 
supportive staff to child and family, ASD / inclusive best 
practice, IEP’s, open communication and appropriate induction/ 
transitioning (fall back plans/ slippery nature). 
2d(v). Supplementing school program with other targeted 
interventions created by self or others (including latest medical/ 
alternative, educational research/ assessing effectiveness). 
2d(vi). Delineating the idiosyncratic nature of child’s ASD and 
educating accordingly (eg. two children with ASD in same 
family). 
2d(vii). Utilizing advocacy in all spheres of education 
(overseeing, organizing, prioritizing, monitoring, 
documenting…). 
2d(viii). Being involved with child’s education on an hourly, 
daily, weekly, monthly, yearly basis as needed. 
2d(ix). Utilizing home schooling to supplement or replace 
traditional education. 
2d(x). Utilizing strategies gained from one child with an ASD to 
help other children with/without an ASD. 
2d(xi) Educating others and supporting the supporters (role 
modeling, siblings, spouses and self). 
2d(xii) Becoming self aware, stepping back and allowing skilled 
others to strategize ways to increase independence, resilience, 
empowerment of child with an ASD. 
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Stage 3: Putting the 
Battle into 
Perspective. 
 

a. Gaining inner 
strength and 
time. 

 
 

b. Appreciating 
other 
perspectives. 

 
 

 
c. Dealing with 

lifelong 
implications. 

 

 
3a(i). Accepting the nature of the lifelong struggle and using 
strategies gained over time to deal effectively with it. 
3a(ii). Recognizing the strengthening of character gained over 
time dealing with the battle. 
3a (iii) Recognizing and appreciating the gains made by the 
person with an ASD over time (small to great). 
 
 
3b(i). Experiencing regret regarding loss of time and energy 
afforded to other family members and self. 
3b(ii). Redirecting attention to other family members, including 
self, to sustain lifelong effort and maintain relationships with 
other family members (for benefit of all inc. child with an ASD).  

 
3c. Creating a long term vision of how future goals will be 
addressed (internal/external support, movement toward 
independence from parental support, PIN network).  

 
 
Table D.1:  Draft Tabular Representation of the Theoretical Construct 
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Appendix E – Open Coding Example of Autoethnographic Data 

 
-recognising value of 
support 
-registering possible 
negative outcomes 
-indicating type of useful 
support (unconditional, 
equal, positive etc.) 
-linking background to 
present attitude and 
abilities 
-appreciating constancy of 
daily support 
- recognizing value of 
active listening 
-acknowledging reduction 
of difficulties (redressing 
the imbalance)  
-comparing with others 
who lack support 
(increased difficulties) 
-recognising alternative 
ways to show support 
-assessing the value of 
such support – increased 
emotional energy over 
time 
-acknowledging other long 
distance contributions 
-appreciating assessment 
of progress over time by 
child with an ASD 
- recognizing similarities 
between two forms of 
support  
 
 

 
My mother has been a constant source of help and support to 
all of our immediate family.  Without her I feel I would have 
become quite bitter and depressed about how things have 
turned out for our family.  She has always accepted all of the 
children unconditionally and equally.  She also has a 
philosophy of not focussing on the negative.  She is an 
inspiring woman who does a lot of charity work in her own 
right.  She is enormously capable and lost her own mother to 
cancer when she was only sixteen.  She is a survivor, born at 
the time of The Great Depression who has come through life 
with an attitude of cheerful persistence.  She comes to my 
home daily during the working week and helps with the 
evening meals.  She listens to my woes and comments very 
little.  Often this is the best way because I often have the 
solutions within me but I just need time to work them out.  
Without her my life would have been much more difficult.  I 
witness my friends who also have children with an ASD who 
are away or estranged from their families and I can see that 
their situation is so much more difficult than mine.  I know 
that my mother can do little to help with the formal education 
of my son but her support in other ways is just as important.  
For without this, I would not have the same level of positive 
energy to face the challenges which come almost daily with 
my son’s education. 
 
My parents-in-law, while living away in Queensland, have 
also been a help to our family.  They come over yearly to visit 
and are always impressed with the progress of all of the 
children.  They are especially pleased with any progress made 
by our eldest son as they know how difficult it has been for 
him.  Having their interest and love, even though it is from 
afar, is a comfort to all of us.  
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Appendix F – Clustering Diagram Example 

 
Figure F.1: Clustering Diagram Example 
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Appendix G – Conditional Matrix Example   

 
 
Figure G.1: Conditional Matrix Example 
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