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Abstract
Australian parent perspectives of schooling choices and relationships with staff at the school
attended by their child on the autism spectrum
Children with an autism diagnosis often struggle in a mainstream school environment and yet
this is where increasing numbers of them are receiving their education (Roberts & Simpson, 2016).
Children with autism more often struggle with social isolation and rejection, behaviour difficulties,
bullying and problems with comprehension and transitioning within the classroom environment
(Majoko, 2016a). These difficulties impact negatively on the educational outcomes for this group of
students (Keen, Webster & Ridley, 2016).
Parents of children on the spectrum are aware from the time their child is very young that
they will experience school differently from their peers without a diagnosis, and often feel powerless
in their role as advocate for their child in a school context (McDonald, 2014). Parent voices need to
be heard and considered if educational outcomes for these children are to improve.
The Longitudinal Study of Australian Students with Autism (LASA) is an attempt to address this
situation. This eight-year government funded study has recruited parents of children in two cohort
groups to provide both personal data and approve the collection of school data about their children
for the study. A small but significant number of parents have declined permission for the
researchers to contact their child’s school. The reasons for this decision and the school/home
communication challenges represented by this decision are the focus of this project.
An explanatory sequential mixed methods design was used to compare the attitudes of three
groups of parents identified from existing data: parents who educate at home, parents enrolled in
schools of distance education and a control group of parents whose children attend mainstream
schools. Each family received a link to an online survey requesting information about their
relationship with staff at their child’s current school setting (including teachers overseeing a distance
education program) or a past setting if that is more relevant. Further in-depth lived experience data
were then collected through interviews with a small number of parents from each group.
Understanding more about parental lived experience in relation to their child’s schooling in
different parts of Australia will better inform policy decisions about practical implications of
including students with autism in mainstream schools.
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Chapter 1 Introduction
1.1 Background
Current reviews of the literature exploring educational outcomes for students with an autism
spectrum condition indicate that there is still much to be done to see these students achieving to
their potential. Keen, Webster & Ridley (2016) in reviewing 92 research papers in the area concluded
that despite the number of studies conducted to determine best practice for students on the autism
spectrum, ‘our understanding about factors that may be predictive of, or related to, educational
outcomes is still limited’ (p. 277). There are many reasons for this, including the heterogeneity of the
population, sensory issues which impede learning, attitudes to inclusion, communication issues
affecting the child in the classroom, as well as stakeholder issues relating to student behaviour
(Roberts & Simpson, 2016).
Dillenburger, McKerr, Jordan, Devine & Keenan (2015) reported a growing awareness of
autism in the community generally and the verbalised acceptance of individuals with autism by the
community members who participated in their study. They did raise the question of ‘say-do
correspondence’ (p337) and question whether the opinions expressed in the interviews simply
reflect the social justice message which seems to be filtering out into the community. The authors
question whether general community acceptance is borne out in the behaviour of those who express
strong beliefs in equity and inclusion or whether participants are simply giving the most acceptable
answer.

1.2 Context
It would appear from the research that while there is general agreement that social inclusion is
a worthy goal to strive toward (Mojoko, 2017; Sosu & Rydzewska, 2017; Vlachoi, Karadimou &
Koutsogeourgou, 2016), it may not be as successfully achieved for students with autism in
comparison to other populations of children with disabilities (King, Baxter, Rosenbaum,
Zwaigenbaum, & Bates, 2009). Stakeholders tend to agree that a lack of knowledge of the condition
results in a lack of confidence in the inclusion process. Both parents and educators agree that
educators do not have the level of expertise in the education of children with autism that parents
expect. This lack of knowledge leads to breakdown in communication and a corresponding
breakdown in the collaborative process. Parents report that good collaboration and communication
are key determinants of satisfaction with their child’s school, highlighting the importance of
stakeholders responding positively to the voices of others (Starr & Foy, 2012).
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The process of creating inclusive environments for students with autism in schools requires the
mutual understanding and cooperation of all stakeholders including parents, teachers, administrators
and children to make the process work. A recent UK study indicates that about 90% of parents
generally, believe that inclusion is a worthwhile policy objective with 72% believing the mainstream
school to be the best setting for students with special needs and 70% believing that inclusion also
benefits typically developing students (Sosu & Rydzewska, 2017). Vlachou, Karadimou &
Koutsogeorgou (2016) considered the views of parents of typically developing children and found
that they were quite ignorant of the process of inclusion. When ‘inclusion’ was explained to them
they felt that in theory it was a worthy goal but expressed many concerns on a practical level,
especially around how inclusion of children with challenging behaviours would affect their own
child’s experience of school.

Johansson (2014) interviewed school staff regarding their perspectives of students with
autism. She highlighted the confusion experienced by teachers due to the heterogeneous nature of
the disability and the difficulty teachers have when they apply ‘common sense’, rather than true
understanding of the condition, to the classroom management issues that arise. While teachers
surveyed by Majoko (2016b) reported a strong belief in the benefits of inclusion for all students in
their classes they also spoke of feeling ‘professionally ill-prepared to practice it’ (p12). Teachers felt
that their preservice study had prepared them well for what to teach, but that less focus had been
given to strategies for managing challenging behaviours. Students with autism were identified as the
group which teachers felt least confident to manage.

Studies of mainstream teachers’ challenges with inclusion of students on the spectrum report
similar issues (Majoko, 2016a; Lindsay, Proulx, Thomson & Scott, 2013; Frederickson, Jones & Lang
2010). When asked what they felt would be needed to overcome these barriers, teachers spoke
about professional development, the individualisation of student learning, and the need for
collaboration to cater for different learning styles using teaching strategies which provided students
with greater structure in their learning. Teachers also felt that typically developing children and their
parents, as well as school and government stakeholder groups, all need to become more autism
aware and actively advocate for inclusion.

While parents are now considered critical to ongoing positive educational outcomes for
children on the autism spectrum, this has not been the case in previous decades. Parents are still
very aware of the stigma they encounter when advocating for their child, especially in school
environments (Gray, 1993), and there is still much that can be done to establish parents as
Chapter 1 Introduction
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colleagues and partners of educators of children with autism. If parent perspectives are to be heard
and valued, there needs to be a mutual coming together of families and educators with a single focus
on the needs of the child.

There still seems to be a significant communication mismatch between the perspectives of the
parents who raise children with an autism spectrum condition and the educational institutions
tasked with educating these children. Lilley (2014) in her focus on the process of enrolment for
families with children on the autism spectrum in Australian schools identified what she called ‘autism
inclusion disorder’, an only slightly tongue-in-cheek reference to the communication difficulties
experienced by parents enrolling their children into mainstream schools. She argued that school
communication styles are excluding of parents and their children with autism, evidenced by
behaviours which reinforce the discourse of exclusion.

Current research shows that schools have demonstrated limited success at producing quality
outcomes for children on the autism spectrum (Keen, Webster & Ridley, 2016). Educational
practitioners have not generally considered how parent experience could be more intentionally
tapped into as one way to encourage successful inclusion. Parents have indicated variously through
the studies cited here that they are a resource willing to be exploited for their children’s educational
benefit (Spann, Kohler, & Soensksen, 2003).

A greater appreciation of the parent perspective could contribute to broad benefits for the
child’s learning. The potential benefit for parents is a reduction in their levels of stress and concern
for the educational outcomes and futures of their children (Iadarola, Perez-Ramos, Smith & Dozier,
2017; Mackintosh, Goin-Kochel & Myers, 2012; Stewart, Knight, McGillivray, Forbes & Austin, 2016).
The benefits for the system could be better information pathways and enhanced communication
channels between families and the education authorities, which would result in more efficient
diagnostic protocols and more equitable allocation of resources (Wong, Yu, Keyes & McGrew, 2016;
Waddington & Reed, 2006). The benefit for teachers could be classrooms that meet the needs of not
only the child with autism but other children without specific diagnoses who thrive on structure and
order (Renty & Roeyers, 2006). Our society could also benefit as we become a more socially just
community where neurodiversity is understood and valued, and where greater economic gains can
be achieved as previously marginalised individuals rise to achieve their full potential. For all these
reasons the focus of this research study is on engaging with the voices of parents who have
negotiated the educational opportunities in their local area, in terms of catering for the needs of
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their child on the autism spectrum, to determine their opinion about whether they feel their child’s
schooling needs are being successfully met.

1.3 Schooling Options
To understand parent choice of different educational options in the various states of Australia,
it is critical to identify the different settings on offer, as parents are clearly constrained in their
choices by their geographical location. A summary of the different schooling options for children with
autism available through Australian state and territory education departments as well as a number of
private and independent providers was developed. These details were accessed through the
education departments in the various states and territories, as well as the available schooling options
highlighted on the autism association websites in each state.

The Disability Standards for Education (2005) outline the protocols to be followed by schools
nationally to ensure access to a mainstream education for children with disabilities and the right of
all children to access their local primary school. The enrolment process is often the first step
considered by a parent as their child reaches school age, and is often the first of many challenging
advocacy situations for parents of children with autism. The success of this enrolment process
depends on many dynamics across time. Parents who want to access alternative schools including
private providers, Christian schools, Steiner and Montessori schools are constrained by the same
enrolment requirements as all other parents and often discouraged from making application by the
school’s unwillingness to make any form of accommodation for the child’s needs. Alternatives such
as autism specific schools are more accessible in NSW than any other state but again these are only
available in more populated centres. NSW also offers autism specific classes in mainstream schools,
an option not available in other parts of the country. Parents who want to access partial enrolment
have this option in Victoria, while in Queensland students who attend part-time Autism Queensland
centres, are enrolled in their original school setting at the same time and attend for part of each
week. Accessing special school programs in all states is based on a joint diagnosis of ASD and
Intellectual Impairment, which precludes more than half of students with autism from accessing this
option.

A growing number of parents who find that the schooling options available in their area do not
meet their child’s needs, are registering for home schooling. Each state has developed its own
protocol for registration but in principle home schooling is an option in each state of Australia. Home
schooling requires parents to take responsibility for both the development and teaching of the
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curriculum for their child in the family home and as such demands they become very familiar with
the state curriculum requirements for their child’s particular grade level.

Distance Education (DE) is another option which is growing in popularity across the country
and differs from home schooling in that the child is enrolled in a registered school of distance
education. Teaching materials appropriate to the child’s grade level are provided to the parent who
is then responsible for working through this curriculum with the child. Material for assessment is
submitted to the school either twice or four times a year, resulting in the parent receiving a report of
the child’s progress as they would if attending a day school program locally. In some states of
Australia, DE is still reserved largely for students experiencing geographical isolation (NT & SA), while
other jurisdictions acknowledge that isolation can take many forms (medical, mental health, travel,
sports/performance etc). Students need to fit into the specific categories as a requirement for
enrolment (NSW, Vic, WA & TAS). QLD is the only state with open DE enrolment policies. For this
reason, QLD has the largest number of DE students nationwide.

1.4 Purpose Statement
This small sub-study is part of the Longitudinal Study of Australian Students with Autism (LASA)
funded by the Living with Autism Cooperative Research Centre (Autism CRC). The purpose of LASA is
‘to determine the relationship, if any, between child, family and environmental factors on the
participation and educational trajectories of children with ASD’ (Autism CRC, 2016). This study
focuses on an issue that emerged from the LASA study – that of parent engagement with schools. Its
focus is on eliciting the voices of parents who have demonstrated their interest in the education of
their children with autism through their willingness to provide data to the LASA research. Some of
these parents have been unwilling however, to give permission for researchers to contact their
child’s school. Parent relationships with their child’s school is the focus of interest here.

1.5 Aim of the Study
The main objective of this research is to explore parents’ perspectives of their relationships
with staff at the school attended by their child with autism. This mixed-methods study sought to
record the lived experience of parents with a child on the autism spectrum around their search for a
‘best fit’ setting for their child including the critical factors they considered in coming to their
decision. Additionally, anecdotal evidence regarding the success of the placement for their child
across time, was gathered.
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1.6 The Research Questions
The research questions were designed to gain insight into the issues experienced by Australian
parents when seeking out a ‘best fit’ context for their child with autism and identify factors which
were critical considerations for parents when making these decisions.

1. What are the different educational offerings in each of the Australian states and territories
available for parents with children on the autism spectrum?
2. What settings have parents chosen and what are the challenges they experience in their
relationships with the staff at the school attended by their child with autism?
3. How do parents navigate the current educational landscape in their geographical area to
maximise their child’s learning opportunities and potential?
The findings from this research extend our understanding of the challenges encountered and
decisions made by parents whose children have autism, as their child reaches the age of compulsory
education. Parents often struggle to find a school which they feel is able to meet their child’s special
needs and maximise their learning potential. This study highlights parent perspectives around these
issues and furthers our understanding of how to bring together families and schools to the benefit of
children with autism.

1.7 Summary
The aim of this study is to increase our understanding of the factors that lead to improved
educational outcomes for students on the autism spectrum. Chapter two outlines what is already
known from research around parent perspective on schooling provision. Chapter three then details
the research methodology chosen and rationale for decisions made. Results of both phases of the
research are outlined in chapter four before these results are analysed and considered in relation to
previous research in chapter five. Chapter five also considers recommendations arising from the
findings and possible implications for future research.
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Chapter 2 Literature Review
2.1 Introduction
As children with autism reach the age of compulsory education, it is not simply a matter of
enrolling them at their local primary school. Parents of children on the spectrum often experience
barriers to the successful inclusion of their child into their neighbourhood school (Roberts &
Simpson, 2016; Lilley, 2015) and once enrolled in the school of choice, the settling-in process is often
challenging for both the child and their family. Parents with children on the autism spectrum
struggle to communicate well with teachers and schools for various reasons (Sucuoglu & Bakkaloglu,
2016). The parents in McDonald’s (2014) study ‘experienced on-going difficulties seeking, finding and
maintaining progressive educational fit in a mainstream environment for their child on the autism
spectrum’ (p145). While there seems to be a consensus among educators that inclusion is the goal
for all students with a disability, evidence is that current practice falls far short of that goal (Rose,
Shevlin, Twomey & Zhao, 2017; Roberts & Simpson, 2016). A number of reasons for this include
differing stakeholder perspectives (Tissot, 2011, Parsons et al., 2009; King et al,. 2009; Waddington &
Reed, 2006), a lack of teacher knowledge and skill (Young, McNamara & Coughlan, 2017;
Waddington & Reed, 2006; Jindal-Snape et al., 2005) and limited resource allocation (Kasari,
Freeman, Bauminger, & Alkin, 1999).

2.2 Search Criteria
This review adopted a systematic search approach. Relevant studies were identified through a
search of the databases ‘ERIC’, ‘ProQuest’, ‘Google Scholar’ and ‘A+ Education’ using a keyword
search of “parent perspective/attitudes/satisfaction” AND “children with ASD/autism/Aspergers”
AND “school”. Inclusion criteria required that the participants of the study be parents with a child
diagnosed with ASD and include education and schooling as a focus of the study. In a number of
studies a control group of students with other disabilities was also included (Kasari et al., 1999; King,
Baxter, Rosenbaum, Zwaigenbaum & Bates, 2009; Parsons, Lewis, & Ellins, 2009; Tissot, 2011; Starr,
Foy, Cramer, & Singh, 2006) while some studies considered the views of relevant stakeholders
including teachers (Bitterman, Daley, Misra, Carlson & Markowitz, 2008; Benson, Karlof, & Siperstein,
2008; Jindal-Snape, Douglas, Topping, Kerr, & Smith, 2005) and local educational authority staff
(Tissot, 2011; Waddington, & Reed, 2006). Studies were conducted in Australia, the USA, Canada,
Africa, the UK and Europe.

Chapter 2 Literature Review

7

2.3 Review of Literature
The focus is investigation of the practical nature of the relationships parents have with
educators within school environments. The key research question under consideration was, ‘What
are the challenges that Australian parents experience in their relationships with the staff at the
school attended by their child with autism?’ In many instances the child attended the local
mainstream school, but parents chose to access support classes, special education options and
increasingly home education for their child on the spectrum. Below are the key challenges
highlighted in the literature in relation to how parents with children on the autism spectrum
experience school either in a mainstream setting, or within the family home. Parents are naturally
constrained by what is available in their locality as all parts of our vast country are not equal with
respect to options available to these children.

2.3.1 ‘Schooling Options’
There is some research which considers the various educational options from a governance
perspective. Keane, Aldridge, Costley & Clark, (2012) evaluated the success of the ‘Satellite Class
Transition Model’, well established in NSW, which provides students on the spectrum with specific skill
development opportunities to equip them to transition more successfully into mainstream school
environments. Results of the evaluation process highlighted improved outcomes for students exiting the
system as young adults.
Parents who were not able to access appropriate mainstream settings, with or without support
classes, have, in greater numbers chosen to school their children in the family home (McDonald, 2014).
Statistics are hard to access, and the statistics that do exist are often misleading, because while students
who are educated at home are required to register with a government body in their state, many parents
choose not to register. The statistics are made even more complex by the fact that students who are
registered for distance education, while they are home-educated, are for statistical purposes considered
to be enrolled in a school of distance education. Home-schooling advocates in 2014 claimed that 12 784
children across Australia were being schooled at home, but that number is most certainly significantly
higher (Morrow, 2014). The proportion of these students who present with learning challenges is
significant, but it is difficult to identify numbers of students with any precision.

Despite the fact that the choice to home school is a growing phenomenon across the
educational landscape (Ray, 2015), home schooling parents are still generally viewed with suspicion by
education authorities and school personnel in particular (Rothermel, 2003). According to Hurlbutt (2012),
special education teachers generally expressed disapproval of home schooling as an option for students

Chapter 2 Literature Review

8

on the autism spectrum based on the twin arguments of poor academic provision and inadequate
socialisation, regardless of whether they ‘had experiences with home-schooled children with ASDs’ or not.
(Hurlbutt, 2012, p.3). Despite research showing that students educated at home tend to achieve as well
or better than children educated in school (Rothermel, 2004; Duvall, Ward, Delquadri & Greenwood,
1997), parents were seldom encouraged by their school and family communities to choose this option
(Rothermel, 2003).

2.3.2 ‘Researching School Options’
When parents begin their search for a suitable school for their child, the school principal is often
their first contact. Horrocks, White & Roberts’ (2008) study of principals’ attitudes found the most
significant indicator of successful inclusion of students with autism was the principals’ belief that
mainstream school was where this student should be. If the principal was also able to speak confidently
about having successfully integrated other students with autism into the school, parental confidence was
enhanced. The two knowledge areas which appeared in the study to predict successful inclusion, were
principal understanding of social and behavioural challenges with a commitment to social inclusion and
an understanding of differentiation and curriculum accommodations with a commitment to providing
these accommodations. Teachers and educators often focused on academic goals first and foremost.
Parents on the other hand ranked social and emotional wellbeing goals as more important than
academics as a motivation for placing their child in a mainstream setting (Petrina, Carter, & Stephenson,
2015).

Parents anecdotally reported positive school climate as a key predictor of ‘good fit’ for their child in
school. Recent research backed this up. Lui, Yang & Sin (2017) reported that there was a direct
relationship between positive school climate (evidenced by positive teacher attitudes, reduced
discrimination and bullying as well as warm, caring, supportive and available leadership) and the
wellbeing of students with special educational needs in mainstream school settings. Within the
overarching consideration of positive social climate within the school, the greatest predictive factor was
the aspect of social participation and sense of belonging experienced by families of children with special
educational needs.

2.3.3 ‘Prior Unsuitable Placement’
McDonald (2014) reported that parents in her study chose school placements which over time
they judged to be unsuitable for their child. Parents reported that even after considerable work on
their part to make the placement work for their child, they identified points in their child’s
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educational journey which were coded in the research as ‘crisis points’. These occurred when a
parent reported fear for the mental, physical or emotional health of the child, due to bullying,
anxiety, depression, self-harm and other issues which had escalated beyond the point where the
parent felt the school was capable of addressing the problem. Fear for the mental, physical or
emotional health of the child, combined with a perceived unwillingness or inability of the school to
provide satisfactory solutions, resulted in parent’s perception of a need to remove the child from the
school.

Parents in this situation often felt they have had no alternative but to access more segregated
settings or commence home-schooling their child, either short or long term (Hurlbutt, 2011). Parents
in Hurlbutt’s study felt that school personnel were either unwilling or unable to provide appropriate
educational programming for their child on the spectrum. Lilley (2015) identified this difficulty
parents experience accessing a flexible and responsive school placement as ‘autism inclusion
disorder’, a problem which resulted in forty percent of her study participants moving their child to a
more segregated school setting during their first two years of formal education. She identified two
specific problems in school environments that worked against the successful inclusion of children on
the autism spectrum. Firstly, she identified communication deficits around willingness to engage
with the student and his/her parents, leaving it to the paraprofessional to engage with the child, with
the teachers often ignoring the parent or making them feel unwelcome in the classroom. This
happened when the parents’ knowledge of their child was not acknowledged and valued. Secondly,
she reported inflexibility around any kind of restructuring of classroom activities to include the child,
and a ‘rigid adherence to negative behaviour management’ (p390).

Parents described this choice to move their child to a more segregated setting often as ‘not a
real choice’ or a ‘forced choice’ (Parsons & Lewis, 2010) as they felt they had no alternative after
having exhausted all avenues offered by the school and the system. Even when parents chose to
remove their child from the school, and were satisfied with the outcomes of the education they
themselves were able to provide for their child, (Kidd & Kaczmarek, 2010) many reported feeling
constrained by circumstances and wishing that there was a suitable placement for their child in their
local community school (Arora, 2006).

2.3.4 ‘Parent/School Communication’
In a number of studies looking at the link between parent involvement at school and parent
satisfaction it appeared that there was a mismatch between the degree to which parents desired to
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be involved in their child’s school experience and their level of satisfaction with the collaboration
they were able to establish with the school staff (Zablotsky, Boswell, & Smith, 2012). Sucuoglu &
Bakkaloglu (2016) discovered when they matched results from teacher and parent dyads reporting
on the quality of their collaboration that teachers generally felt that they had equally good
relationships with parents of disabled and nondisabled students. However the study showed that
the parents of the disabled children rated their relationship with their child’s teacher lower in terms
of collaboration than parents whose child was not disabled. This situation in the early years is often
based in an uncertainty regarding formalized diagnosis and unwillingness to draw attention to a
disability label.

A professional who remains undecided about a child’s diagnosis for considerable time, leaves
parents in a state of uncertainty, unable to access early intervention services to assist their child
(Renty & Roeyers, 2005). A sense of mistrust can then develop within the school environment,
where parents expected that teachers should be experts and know what to do for their child (Schultz,
Sreckovic, Able & White, 2016). If then disappointed by educators, the level of mistrust grew into
defensiveness, which then stalled the collaborative process (Stoner et al., 2005). Teachers have the
power to restore trust by offering open, honest and respectful communication in which the parent
feels they are a valued partner in their child’s education. Possibly because of perceived ignorance of
school staff regarding ASD, several studies reported that parents experienced a sense of frustration
when attempting to communicate with teachers. Parents reported that teachers were generally
ignorant about ASD as a condition (Park, 2015; Starr, & Foy, 2012), and often unwilling to engage
with parents as partners in their child’s education (Whitaker, 2007).

Parents reported that their knowledge of their child and the expertise they had gained through
raising their child were not valued or appreciated by staff at their child’s school (Zablotsky et al.,
2012; Benson et al., 2008). All parents and the vast majority of teachers spoke of having great
respect for the role of the other in the child’s life. Almost 70% of the teachers and 76% of the parents
indicated that they took the views expressed about the child’s behaviour and performance by the
other party seriously.

Majoko (2017) emphasised that these positive attitudes alone did not result in good quality
collaboration without supports such as the principal’s belief in the value of inclusion, structured
programming, visual supports, chill-out zones and social inclusion programs being put in place.
Parents and teachers both reported there was a need for additional professional development in the
areas of behaviour and curriculum modification as well as physical supports through additional
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staffing. The issues around inclusion were highly contested especially with such a heterogeneous
population as those with an autism spectrum diagnosis. This resulted in many miscommunications as
stakeholders’ perspectives regarding this population and goals for their education differed. Without
some agreement in the setting of goals, as well as open, honest and kind communication, attempts
at inclusion were tenuous at best (Majoko, 2017).

There appear to be very few studies looking at teacher expectations and perspectives of good
quality collaboration with parents. Schultz et al., (2016) listed teacher suggestions for improved
communication, including a recognition that each parent was capable of different levels of
involvement in their child’s education and the importance of accepting each parent as they were.
Teachers spoke of valuing the advocacy role that parents assume for their child, while also
complaining that many parents were ‘over involved’. Parents were confused as to how to engage
appropriately with their child’s teacher in a way that was valued and encouraged. Teachers had
strong beliefs about those areas where they felt parents should invest their time and effort, including
IEP preparation and working on their child’s social skill development. Parents generally felt that they
were included only in those formalized and procedural aspects of their child’s programming such as
the preparation of the child’s individual program (Benson et al., 2008; Spann et al., 2003) but that
they had more to offer which would benefit their child, if only the relationship with staff was more
collaborative.

2.3.5 ‘Curriculum Accommodations’
Parents reported advocating for appropriate curriculum options for their child across their
entire school career (Stoner et al., 2005). Mackintosh et al., (2012) reported that parents continued
to struggle over the years of schooling to access interventions to meet the needs of their child on the
spectrum and that this process became highly stressful. Of the interventions nominated in the
Mackintosh et al. (2012) study, none received a universally positive report from parents, which
pointed to both the heterogeneity of the population and the plethora of offerings from which
parents chose. Financial challenges were also highlighted by parents as a further cause of stress with
regard to accessing intervention support.

In their comparison study looking at mainstream and special education contexts and their
impact on levels of engagement, Kurth & Mastergeorge (2012) reported that there appeared to be
little individualisation and personalising of the curriculum for students with autism regardless of the
setting in which they were placed. They found that in mainstream settings, the students with autism
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were generally expected to engage with the same curriculum materials in the same way as the
typically developing students, while in special education settings the students were expected to
engage with the special education curriculum as it was presented to the rest of the group; indicating
that neither setting provided modified or personalised curriculum accommodations in line with the
students’ IEP or in keeping with evidence based, best practices for students with autism (Kurth &
Mastergeorge (2012).

Families searched for a school setting which provided all the benefits of a mainstream
environment including ASD awareness and advocacy, social inclusion, structured learning,
collaboration and individual instruction (Majoko, 2016a), but with the flexibility to allow their
individual child to develop at their own pace and in line with their own talents and abilities. They
reported finding this kind of flexible setting difficult to access. Parents were often conflicted because
they understood that from a legal and philosophical standpoint, inclusion was a concept they
strongly supported. However, Leyser & Kirk (2004) found that on a practical level they held a
number of reservations including their child’s social isolation, negative attitudes from others, the
quality of instruction, teacher training and skill deficits, as well as the lack of support they often felt
from both the school staff, and members of the broader parent community. A British attempt to
meet the need for more flexible mainstream environments was the introduction of ‘Resource
Provision Schools’ where local mainstream schools were additionally resourced to allow for this
flexibility parents sought. Hebron & Bond’s (2017) study of the introduction of this initiative,
indicated that the flexibility was something both parents and students valued highly.

Across the years of compulsory schooling, families reported ongoing challenges from changes of
school staff and differing expectations of teachers (Renty & Roeyers, 2008; Stoner et al, 2005). This
resulted in parents’ frustration at having to communicate their child’s needs each year to a new teacher
or set of teachers as their child reached secondary school. As their child grew and was expected to
become more independent and self-directed, parents reported less and less willingness or ability of
schools to cater for their child in terms of paraprofessional support, targeted individual programming and
availability of skilled staff (Starr et al., 2006).

According to Reilly (2007) parents reported at this point that they felt they had no option left
but to educate their child at home. In her study of families who had chosen this option, she outlined
how parents, by trial and error, developed in their role of educator from their use of very structured
learning materials, often unmatched to the learning style or academic level of their child, to the point
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where they were able to cater flexibly to their child’s unique learning needs, trusting their knowledge
of both the child and the curriculum requirements.

2.3.6 ‘Parent Level of Satisfaction’
Parents in McDonald’s (2014) study were asked whether they were aware of and satisfied with
the programs available to their children in their mainstream school, either in the general classroom
program or through therapies and supports. Their responses included a general appreciation for
programs and assistance they were receiving, but a sense that it was never enough.
Across six studies looking at how parents evaluated the programs offered in mainstream
schools, the greatest degree of parent dissatisfaction reported tended to be around staff ignorance
of ASD. Parents generally reported there was a greater need for teacher professional development
(Starr & Foy, 2012; Jackson Brewin, Renwick, & Schormans, 2008; Whitaker, 2007).
Miscommunications were also due to the different goals of schooling held by school staff and
parents of students with ASD. When choosing between the academic and social needs of the
student, Byrne (2013) found that parents tended to prioritize the social over the academic in their
final choice. After parents decided on the setting where they felt their child would be happiest, the
content of the curriculum was their secondary consideration (Benz, Lindstrom & Yovanoff, 2000).

Several studies identified social skills instruction as well as access to meaningful friendships
with typical peers as parent recommendations for school improvement (Petrina et al., 2015;
Bitterman et al., 2008; Jackson Brewin et al., 2008; Whitaker, 2007; Spann et al., 2003). The general
belief was that there needed to be a greater focus on social inclusion and development of
friendships. It was believed by parents that this would reduce the number of suspensions and
exclusions from school as children with friends were likely to experience greater social inclusion and
less bullying and perhaps engage in less challenging behaviour (Starr & Foy, 2012; Whitaker, 2007).

When researching levels of satisfaction, studies reported from the perspectives of various
educational stakeholders. Stakeholder groups, identified in studies, included local education
authority staff (Tissot, 2011; Waddington & Reed, 2006), parents of children with various disabilities
including Down syndrome (Parsons et al., 2009; King et al., 2009; Kasari et al., 1999) and teachers
(Jindal-Snape et al., 2005). The perspectives of these stakeholder groups were quite different. While
parents of children with autism reported feeling stressed working with professionals they feel didn’t
listen, lacked knowledge of autism and responded inflexibly (Tissot, 2011; Waddington & Reed,
2006), parents with children who had other disabilities did not experience the same degree of

Chapter 2 Literature Review

14

challenge when their child was placed in a mainstream classroom (Parsons et al., 2009; King et al.,
2009; Kasari et al., 1999). Teachers reported feeling ill prepared to manage the behaviour of children
with ASD in their classes (Jindal-Snape et al., 2005).

2.4 Justification of the Relevance and Significance of the Study
After searching relevant online sources to discover the different educational options available
for families in the various Australian states and territories (Research Question One), an online survey
was designed to ascertain which of these settings were chosen by the participant families and what
challenges they experienced in relating to staff at their child’s school setting (Research Question
Two).

It was difficult to fully understand what parents were satisfied with by considering only their
level of overall satisfaction reported using a five point Likert Scale, because it was difficult to identify
the individual needs of the child or the goals that the parents had for their education from survey
responses. It was not easy to identify interpersonal or communication factors which impacted the
individual child’s program. All these considerations contributed to a parent’s rating of their level of
satisfaction and only part of that judgement related to the school environment itself. Because of
changes in both the child and the environment over time, satisfaction rating for the same program
was very different depending on the staff administering it and the school structure within which that
program sat. All these considerations which were important to the educational outcomes for these
children were not able to be understood from a survey alone. In an attempt to gather greater detail
regarding parent satisfaction, a number of phone interviews were conducted with willing participants
in order to gain insight into the ways that parents navigated the educational environment into which
their child was placed (Research Question Three).
Parent satisfaction was considered as one measure of social validity of school services (Park,
2015). It was important to determine what satisfaction meant to them and which of the various
aspects of their child’s school experience they rated as satisfactory or unsatisfactory. In addition,
levels of satisfaction changed over time as their child progressed through the education system.
When parents were given the opportunity to identify aspects of the school experience which were
positive and negative and asked whether this had changed over time, it was often the case that they
reported decreasing levels of satisfaction as the child moved into secondary school (Summers,
Hoffman, Marquis, Turnbull & Poston, 2005).
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2.5 Theoretical and Conceptual Framework
Bronfenbrenner’s (1992) Ecological Systems Theory [Figure 2.1] sets the development of the
child within the environments in which they function, describing how the child is impacted by their
environment while also having an impact upon their environment. The different levels of this
framework are outlined below.

Figure 2.1. Bronfenbrenner's Ecological Systems Theory Representation

This dynamic process occurs across four levels. At the microsystem level, the child is impacted
by those in direct relationship with them including key stakeholders in this study at home and at
school. The mesosystem, according to Bronfenbrenner, is the level where the child’s direct
influences interact and intersect. This research project will investigate this level of Bronfenbrenner’s
model to understand the dynamics of the relationship families of children with autism have with
their child’s school, as the home environment is impacted by the school environment and vice versa
(Jindal-Snape et al., 2005). At the third level is the exosystem where many of the decisions are made
which impact how parents and schools interact. This is the policy implementation level of influence
where school directives are enacted. A number of government inquiries at this level of influence
have been conducted across Australia including both a 2015 inquiry into schooling in the ACT for
students with disabilities and challenging behaviour (Shaddock, Packer & Roy, 2015) and a 2016
inquiry into how students with disabilities in NSW were being catered for in schools (New South
Wales Legislative Council, 2017). Considerations including discriminatory models of inclusion, limits
to funding, differential access to appropriate curriculum, quality support services and well trained
staff were all limiting factors for parents seeking quality provision for their children.

Chapter 2 Literature Review

16

The macrosystem level is where community beliefs and cultural mores exercise a largely
invisible, but nonetheless powerful impact on how parents with a child on the spectrum are viewed
and treated by their community. In a 2016 Commonwealth funded inquiry into educational provision
for students with disabilities it was acknowledged that ineffective government policy, inadequate
funding and a less than equitable community understanding of inclusion, impact families profoundly
throughout their child’s school journey and not only create a challenging situation for the families,
but also present as a national waste of both human and financial resources into the future
(Commonwealth of Australia, 2016).

Bronfenbrenner contends that the environment in which the child functions is critical to their
development and that an unhealthy or unsupportive environment may delay or hinder the healthy
development of the child. The importance of the environment cannot be overemphasised when it
comes to working with children on the autism spectrum. Environmental impacts were observed more
clearly in the behaviour of these children than children with other types of special needs (Hebron &
Bond, 2017). In the past the belief was that the problem lay within the child. A medical model of
disability is one based on remedying deficits within the child. This model has resulted in a strong
focus on finding a ‘cure’ for autism and an educational focus of diagnosis and remediation (Ritvo &
Freeman, 1984) . A strengths focus seeks to consider the individual’s abilities and needs in an effort
to enhance their educational and life outcomes. It is critical that parents and teachers consider the
needs these children have for a modified environment both in the home and in the school as
students with autism will not be able to maximize their potential in an environment which is not
planned with their sensory and educational needs at the forefront (Steiner, 2011). Bronfenbrenner
contends that ‘parents should not have to declare their child deficient in some way in order to qualify
for help’ (www.floridahealth.gov, 2001, p.3) and that providing for difference should simply be part
of how schools function – ‘creat[ing] an environment that welcomes and nurtures families’
(www.floridahealth.gov, 2001, p.3).

This study investigated the relationships that existed at the mesosystem level by eliciting
parent reasons for choosing their child’s educational setting and their level of satisfaction with the
collaboration they established and maintained with school personnel.

2.6 Implications
It is not sufficient for all educational stakeholders to agree that inclusion in the mainstream for
children with autism is the goal. It is critical to consider how true inclusion can be achieved, rather
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than the situation described by Waddington & Read (2006) where children were given a chance to
show whether they could behave appropriately in the existing classroom environment with little
thought given to the need for environmental changes. Parents appreciate attempts made by
teachers and schools to modify the environment to meet the needs of their child. This kind of
flexible provision hinges on a change in Bronfenbrenner’s exosystem and macrosystem levels of
influence. Exosystem changes results in changes to professional development opportunities for
teachers and a greater willingness to develop collaborative relationships with parents. Positive
behaviour support introduced at school leadership level would have positive impact on student
behaviour. More efficient and targeted resource allocation would result in more positive and
inclusive school environments for children on the autism spectrum. At the macrosystem level
parents would benefit from societal attitude changes where families with children experiencing
disability could be valued and encouraged for their strengths rather than feeling lesser because of
their challenges.

This study was one attempt to elicit the voices of parents who have an interest in the
education of their child with autism, and strive to give their own child the most appropriate
education they were able to provide while also advocating for other children and families not able to
access appropriate educational provision.

2.7 Summary
The research cited here has considered the challenges experienced by parents when
enrolling their children with ASD in a school setting and the impact this diagnosis of ASD has on that
choice. Consideration is then given to how parents search for and evaluate particular schooling
options including how well the child settles into the school, how collaborative a relationship the
parent is able to build with key school personnel and whether appropriate curriculum
accommodations are critical to this dynamic being successful. In situations where the placement has
broken down and the parent has chosen to remove their child from the school, challenging behaviour
has often been the reason given. These behaviour challenges result many times from a mismatch
between the child’s unique learning needs and the ability of the school to meet these needs
effectively, made more difficult by the fact that these unique needs change over the time a student
spends in the schooling system. These children demand a flexibility of educational provision which
schools often find difficult to implement.
As inclusion is seen as a worthwhile goal for education it is critical that educators became
knowledgeable about autism and share a common goal with parents in relation to inclusion. At a
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systemic level inclusion is facilitated by equitable allocation of limited resources but it was critical to
consider how the end users of education (in this case parents of students on the spectrum)
experienced schools and what these parents view as equitable allocation of resources. In light of the
above, the following set of research questions were established to guide the current study.

2.8 Statement of Study Aims
This study design addressed the issue of parent choice regarding the educational options for
children with autism in order to effectively elicit the views, experiences and decision making
approaches of parents whose children with autism were accessing primary education. The research
questions designed to guide this project were:
1. What are the different educational offerings in each of the Australian states and territories
available for parents with children on the autism spectrum?
2. What settings have parents chosen and what are the challenges they experience in their
relationships with the staff at the school attended by their child with autism?
3. How do parents navigate the current educational landscape in their geographical area to
maximise their child’s learning opportunities and potential?
Chapter three outlines both the design of the two research phases as well as the rationale for
choosing the mixed methods design.
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Chapter 3 Research Design Methods
3.1 Introduction
This study sought to hear the voices of Australian parents accessed across different regional areas.
It was critical in designing this study, that the data collection instruments considered the extensive
distances between participants and the research team. The intention was to compare metropolitan,
regional and rural families to see if the different types of schools available in more urban or rural
environments were a factor in parent satisfaction with what was available for their child on the spectrum.

3.2 Research Design
Mixed methods research brings together both quantitative and qualitative approaches in order
to maximise the benefits of both designs. An explanatory sequential mixed method design, as
adopted in this study, according to Creswell (2014, p. 15) is ‘one in which the researcher first
conducts quantitative research, analyses the results and then builds on the results to explain them in
more detail with qualitative research.’ The intention for this particular study was to understand
firstly how parents had chosen to educate their child with autism, and then look more deeply at the
process they had used to come to their schooling decisions. Thus the initial survey established the
overall views of three different groups about their child’s schooling and the choices they had made.
The interviews then moved from the issues raised in the survey process to delve in depth into the
parents’ experiences behind these choices.
The initial motivation for this study was an identified reluctance of a small number of parent
participants in the LASA study to allow researchers to engage with their child’s schooling provider. In
order to understand this group, a two stage process was identified. Firstly, it was important to
understand how parents do engage with educators around their child on the autism spectrum and
then to understand the experiences behind those decisions. To achieve this, a two stage process was
identified with a survey instrument being the most efficient data collection strategy to capture the
initial details of how engagement occurred for a group of parents including both groups of parents.
The use of web technology allowed for the inclusion of voices nationwide. Once general trends had
been observed through the survey, it seemed appropriate to hear the lived experience of a cross
section of those who had responded. The intention for phase two was to see how the participants
came to their decisions regarding schooling rather than which option they chose. It was hoped to
observe similarities in how parents made their decisions, as the choice they finally settled on may
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have reflected what was available in their part of Australia more than anything else. For this reason it
was decided that a sequential mixed method design would fulfil the purpose most effectively.
This explanatory sequential mixed methods study investigated and reported on parent
opinions regarding different educational settings at one point in time.

3.3 Rationale for Use of Mixed Methods Design
The core rationale, according to Creswell (2014), for the use of a mixed methods design is that
the combination of both qualitative and quantitative data will result in a richer understanding of the
problem under investigation than either approach could provide alone. Kumar (2014) offers six
reasons for the use of a mixed methods study design including the desire to explore a question from
both quantitative and qualitative perspectives when one method leaves the question or questions
only partially answered. The quantitative component allows for an exploratory phase, which is
further clarified and expanded by a qualitative data collection phase. He contends that to generalise
from the data and provide an explanation for the study findings, more than one style of data
collection is required and a mixed methods approach allows several study questions to be asked
using data collection instruments which have been trialled and checked for validity.

The research position came from a strong belief in the need for educators to value
neurodiversity including acceptance and the valuing of difference. If difference was valued and
educators were open to strength-based teaching through multiple learning styles, schools would
become more inclusive places. The foundation of this study was to value the parent perspective and
lived experience. This study adopted a constructionist paradigm as the parents’ lived experience was
recorded and then analysed to discover common themes and the relationships between these
themes.

Parent attitudes to aspects of their child’s school experience were sought including features of
their child's school and the parent's relationship with key people in the school. This study attempted
to give just one of many perspectives on this complex issue. Each stakeholder had a different
perspective. Teachers with different amounts of knowledge about autism held particular attitudes to
students with ASD. School leaders held beliefs about the behaviour of children on the spectrum as
perhaps being disruptive or hard to deal with. Parents wanted a happy, productive experience of
school for their children, and children wanted to fit in, have friends, feel safe and be accepted. The
intention was to provide the perspectives of just one of these groups; that of the parent whose
school age child had autism.
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In this case, it was decided that given the complexity of parental experience of accessing
schooling options for their child, a mixed method design would provide the rich data needed to assist
in understanding this issue. Thus in addition to capturing the views of parents on their educational
experiences through a structured survey, more in-depth explanations behind these experiences were
accessed through detailed individual interviews which allowed parents to explain and expand upon
the data gathered from the survey. These explanations could not be collected from survey data alone
and added lived experience to the research findings.

3.4 Research Context
Parents who had previously volunteered for a large prospective longitudinal study of school
participation and learning outcomes for children with autism (LASA) were asked to give permission
for researchers to gather information about their child’s school experience from their school
principal and class teacher. Not all parents agreed to school contact. The aim of this study was to
examine parental choice in decisions regarding their child’s schooling, which gave a broad focus on
parents’ views around their decision making as well as insight into how parents advocated for their
child by building collaborative relationships with school personnel. Understanding more about
parental lived experience in relation to their child’s schooling in different parts of Australia better
informs policy decisions about practical implications of including students with autism in mainstream
schools.

3.4.1 The LASA Study
Once a family registered their interest, they were contacted regarding their child’s eligibility,
and asked to complete the Social Communication Questionnaire as part of an online survey to
confirm their child’s ASD diagnosis. The parent was asked to send copies of their child’s diagnostic
assessment reports.
When the diagnostic information was gathered and scored, the family was contacted and
provided with feedback. The parent was asked upon registration to give permission for the
researcher to contact their child’s school where information was sought from the principal and
subsequently the class teacher for those students whose families agreed to this. Table 3.1 sets the
timeline of this project within the major LASA study.
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Table 3.1 LASA Study Timeframe
Timeframe for LASA
2015
2015

3 weeks to 6 months
after registering

When parent has
completed the
annual online surveys

When parent consent
received to access
school data and
annually thereafter

12 months after
registering and
annually thereafter.

Procedure
Parents register interest in the
project
Project Coordinator (PC) sends them
a link to the survey to

make sure the
child is eligible by age and
diagnosis

discuss the
parent/caregiver
questionnaire

answer any
questions
Project Coordinator (PC) /LASA
Team members

follow up with an
email and offer to call in 3
weeks to check survey
completion.

follow up with an
email or call at 6 months
to update family history
form.

Project Coordinator (PC) /LASA
Team members

score
assessments,

enter data,

process the
assessment reports from
parents and co-ordinate
feedback
Project Coordinator (PC) contacts
school principal and if principal
consents, the teacher.

Principal &
Teacher linked to student
and to Teacher & School
Survey.
Project Coordinator (PC) sends them
a link to the survey

discuss the
parent/caregiver
questionnaire

answer any
questions
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Assessments

Parents complete parent/caregiver questionnaire for
first year of the project
*Social Communication Questionnaire (SCQ) (PreMid-Post)
*Family History Survey
*Previous Assessments

*Participation and Environment Measure – Child &
Youth (PEM-CY) (Annual)
*Children’s Communication Checklist 2 (Pre-Mid-Post)
*Pragmatic Profile of Everyday Communication
*Vineland Adaptive Behaviour Scale 2nd Ed (VABS-11)
*Developmental Behaviour Checklist (Pre-Mid-Post)
*Short Sensory Profile-4 (Pre-Mid-Post)
*Anxiety Scale for Children with Autism Spectrum
Disorder (ASC-ASD-P)
*Academic Competence Evaluation Scale (ACES)
*Family Outcome Survey (FOS-R) (Annual)
*Parenting Stress Index-4-Short Form (PSI-4-SF)
(Annual)

*Strengths & Difficulties Questionnaire (SDQ)
(Annual)
*Teacher Survey/Principal Survey
*Educational Document Analysis
*Academic competence Evaluation Scale (ACER)
(Annual)
Parents complete assessments for second year of the
project.
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The LASA study provides a sequence of data collection over time and across a range of data
collection instruments. This study was conducted during the second data collection year of the LASA
study with participants accessed from those registered in the LASA study pool.

3.5 Sampling
The identified group of 46 parents was selected from the participant pool using participants’
characteristics to ensure that selected participants showed representation across Australian states;
and across urban, regional and rural settings. Further, representation included male and female
students from both aged cohorts who were being educated in mainstream schools, as well as
distance education and home schooling modes of learning.
This study accessed participant families from the LASA study pool. Children were selected from
three different groups based on their educational context and included 23 families who have
declined permission for the research team to contact their child’s school to collect school data. In
order to allow for comparison between families whose children were currently in school, those who
were enrolled in distance education and those who home-schooled. The columns show age (Lower
Primary Group cohort 6-7 years and the Upper Primary Group 11-12 years in 2017) gender and home
state, while the rows show educational context. Table 3.2 provides a summary of the participant
subgroup selected from the large pool of LASA study participants.
Table 3.2 Participants by Age Group, Gender, School Context and Home State
Boys

Girls

QLD

NSW/ACT

VIC

WA

TAS

Main LPG
10
5
7
8
Main UPG
6
7
5
2
4
2
Home LPG
4
6
8
2
Home UPG
6
2
2
2
Dist LPG
Dist UPG
2
2
Total = 46
28
18
22
14
6
2
2
Note: Main=mainstream; Home=home-schooling; Dist=distance education and age group LPG=lower
primary group; UPG=upper primary group.

Of the 46 participants selected to participate in this study 28 were male and 18 female. A
slight majority of students were in the lower primary age group (LPG). Approximately half of the
identified students lived in Queensland and half of the total number attended mainstream schools.
Some states had greater numbers of participants than others, with no families from NT or SA
represented in the sample. Queensland also had the greatest number of home schooling families in
the group. While it was not representative of the numbers nationally, it needed to be noted that
open access to distance education provision in Queensland meant that families who removed their
child from school were not having to ‘go it alone’ to educate their children as would be the case with
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home-schooling. In the distance education mode of delivery, parents were provided with the
curriculum documents rather than having to access curriculum themselves from various sources. In
other states where distance education was more difficult to access, parents needed to think seriously
about their commitment to curriculum development as well as delivery.

3.6 Procedures
The process of developing the online survey and semi-structured interviews was influenced
strongly by the need to provide a simple tool which did not take a long time to complete. The
parents of children on the spectrum were a group with limited free time and it was important to
respect this by ensuring that the data collection process was as time efficient as possible. The
interviews were also to be well planned and efficiently conducted to ensure that time was kept to
approximately 30 minutes and that the appointment scheduled by the parent around their own time
constraints. The participants nominated for the study were selected to complete just an online
survey. However it was hoped that a number would find the topic interesting enough to agree to be
interviewed also.

The design and testing process was undertaken during late 2016 but then retained until early
2017 to ensure that families received the invitation to participate at a time when issues of schooling
would be at the forefront of their minds. It was opened for parents in February 2017 and details sent
through email to invite participation.

Parents responded to the survey, answering the questions and in many cases adding additional
detail in the open response sections of the survey. Many then offered to be interviewed by phone
for the second phase of the study. A subgroup of those who offered were contacted and asked to
suggest a time that was suitable. Of those contacted, approximately half of each group responded
with a suitable time. Interviews were undertaken by phone at a time convenient to the parent with
the call audio taped for transcription and analysis.

Table 3.3 outlines the key stages throughout the two phases of this study. The phase one
survey instrument, data collection and data analysis are detailed in the following sections followed
by phase two interview questions, collection process and analysis of the interviews.
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Table 3.3 Project Phases for Mixed Methods Study
Mixed Methods Research Phases
Phase

Procedure

Reporting

Phase 2

Phase 1

Planning

Survey

Participants
Interviews

Planning

Design and trialling of
Lime Survey

Researcher and
assistants

Quantitative Data
Collection

Email to group of
identified families
requesting completion
of survey online.

3 groups of identified
families

Quantitative Data
Analysis of Participant
Responses

SPSS software used to
analyse survey data.

Researcher

Invitation to parents to
participate in
interviews

Parents invited to
participate in interviews by
phone.

3 groups of identified
families

Qualitative Data
Collection

Semi-structured interviews
of parents. Probes used to
add further detail to themes
which emerged from the
online survey

9 parents who
indicated they were
willing to be
telephoned

Qualitative Data
Analysis

Thematic analysis of
audiotaped interview data.

9 parents who
indicated they were
willing to be
telephoned

Interpretation and
implications of interview
data.

Researcher

Interpretation of
Quantitative and
Qualitative Analysis

Discussion and
implications from
survey data.

The key steps in the study are detailed below including the two data collection phases. Firstly
the planning and conduct of the survey are outlined as quantitative research, followed by phase two
which includes the semi-structured phone interviews and is qualitative in nature. The section to
follow looks at the data instruments and collection process for each phase, followed by consideration
of the process of data analysis for each of the phases.
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3.7 Data Instruments
3.7.1 The Survey
The first phase of the study was the administration of the online survey and quantitative in
nature. The survey responses were from a representative sample of participants matched for age,
gender, geographical area and educational context.

The advantages of using an online survey for this type of study were that it is an inexpensive
method of gathering data and provided anonymity to the participants (Kumar, 2014). The
disadvantages of this method though, according to Kumar, were that it had limited application due to
the nature of the method of response. Because of a general tendency for response rates to surveys
to be low, the results of this study were not generalisable across populations, but provided a
snapshot in time of a small subset of the population under study.
The survey was developed in the Lime Survey production environment. A small amount of
demographic information was sought to link the individual child to their study profile which
contained all the critical identifying information required for analysis such as the state and area in
which the family lived, the gender of the child and the composition of the family. Parents were also
asked whether they had released their child’s school data to the LASA researchers, as parent
willingness to include their child’s school in the data collection process was one of the original points
of interest for this study. The information sought from parents included their child’s current
educational context; mainstream school, distance education or home schooling. This point in the
survey identified the set of questions to be answered. The questions which then followed were
personalised to the three different contexts to ensure that the wording of the question was relevant
to the child’s situation. Each survey consisted of eleven statements requiring agreement or
disagreement across a five point Likert Scale.
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Figure 3.1. Survey Structure

Figure 3.1 represents visually the structure of the online survey and the point in the survey
where educational context dictated the set of statements parents were asked to respond to. Parents
were asked for similar information about their feelings in relation to the placements they had chosen
for their child using language personalised to the different contexts.
The purpose of the survey questions was to consider what choices parents have made for their
child on the spectrum, how they made the choice and whether the child was happy with their
current setting. The parents were then asked about flexibility of provision and whether
communication with the school was good. They were asked whether they have ever had to move
their child from one setting to another because it became unsuitable and how the school responded
when challenges arose. The final questions looked at overall parent satisfaction with the school and
what they intended to do in the future.
Table 3.4 outlines the series of eleven questions posed to each group of parents personalised
to each educational context. The table identifies the type of information sought by each statement
and shows how the same attitudinal information was sought from parents who had chosen different
settings for their child.
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Table 3.4 Online Survey Questions by Theme
Theme

Mainstream School

Distance Education

Home Schooling

Placement
‘My child….’

… attends a registered
primary school full or
part time.’

… is enrolled in a
registered school of
distance education.’

… is currently being
schooled in the family home
with curriculum I have
chosen.’

Diagnosis
‘My child’s school… ‘

… has been informed officially of their ASD
diagnosis.’

‘Not relevant’

Researching school
options
‘Before enrolling my
child, I researched…’

… schools in my local
area to ensure a ‘good
fit’ for my child’s needs.’

… different distance
education options to
ensure a ‘good fit’ for my
child’s needs.’

I have researched
curriculum options to find
what best meets my child’s
unique needs.’

Child level of happiness
‘My child is happy…’

… to go to school.’

… completing their set
learning tasks at home.’

… completing their learning
tasks at home.’

Parent/school
communication
‘I strive to establish and
maintain good
communication with…’
Curriculum
Accommodations
‘My child has been able
to access ….’

… key staff in my child’s
school.’

… my child’s allocated
teacher/s.’

‘Not relevant’

… a modified
educational program at
school.

‘I struggle to access
curriculum materials that
meet my child’s unique
learning needs at home.’

Prior unsuitable
placement

‘My child has moved
schools to access more
appropriate education
provision.’

… modified curriculum to
meet his/her learning
needs and flexibility at
workshops, excursions
and other requirements.’
‘I have chosen distance
education after one or
more unsatisfactory
school placements.’

Parent level of
happiness
‘I am happy that my
child’s school… ‘

… caters for their
individual needs.’

… understands ASD as a
condition requiring
educational
accommodations.’

School response to
challenges
‘When challenges arise
at school I am confident
that … /… will be treated
fairly & compassionately’
Parent satisfaction with
outcomes
‘I believe my child is
currently working and
achieving to capacity…’

my child/I myself

‘Not relevant’

‘I find being my child’s
teacher stops me from
pursuing my own personal
life goals and I struggle to
explain my choice to family
and friends.’
‘Not relevant’

… at school.’

… at home.’

Chapter 3 Research Design Methods

‘I feel that home schooling
has been a ‘forced choice’
because of my child’s
anxiety or other mental
health concerns.’

… at home as I know best
what my child needs at this
stage of their schooling.’
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Future schooling
options’
I intend …. at some point
if a suitable placement
becomes available’

‘Not relevant’

‘to return my child to
school…’

‘to send my child to school..’
‘never to send my child to
school.’

When the survey data were analysed and relationships of interest established between
different variables, the final version of the interview questions were produced. The design of the
interview was developed from a consideration of the survey results, particularly exploring questions
that showed an overwhelmingly positive or negative agreement. This allowed for further exploring of
the issues identified as salient from the survey data. Following agreement to participate in a phone
interview, parents were emailed a consent form [Appendix 5] with a copy of the questions
[Appendix 6]. They were offered the option of removing any questions they preferred not to answer
and including any further information they wanted to share.

3.7.2 The Interviews
The information gathered from the survey was used as the basis for the qualitative component
of the study which took the form of phone interviews with those participants who indicated
willingness to be contacted further. There were two distinct groups of participants who responded to
the online survey. It was decided to select a representative sample of those families who had chosen
to remove their child from school and refer to this group as ‘dissatisfied’ and select another sample
of families who had responded most positively to the satisfaction criteria on the online survey (agree
or strongly agree) and refer to this group as ‘satisfied’. Eight parents from each group who had
indicated a willingness to be interviewed were sent an email requesting a phone interview. Of these
five of the ‘dissatisfied’ and four of the ‘satisfied’ parents responded to the email and a suitable time
booked for the phone call. While some potential interview questions had been developed, these
were refined based on the results available from the online survey data. The intention was to draw
out from the parents the reasons they made the choices that they made regarding the best learning
environment for their child with autism and how this decision had played out across time. It was also
hoped that parents who had moved their child from one setting to another would be able to
compare and contrast the two situations in terms of those features which were positive and those
which were not. The eleven focus questions presented below in Table 3.5 formed the basis of the
semi-structured interview.
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Table 3.5 Draft Interview Topics
Draft Interview Topics
1. Experience of School
Tell me about what school was like for your child in the previous setting. Positive experiences? Negative
experiences? Behaviour issues or changes in skill development? Child level of happiness/anxiety/sensory issues/
depression etc? Communication with school staff? Addressing issues that arose? Successful strategies to get needs
met? Impact of school issues on the family?
2. Experience of alternative school setting
Tell me about your child’s schooling context at this moment. Positives? Negatives?
Any behaviour changes or changes in skill development? Child level of happiness/ anxiety/sensory
issues/depression etc.? Impact on the family? Positive? Negative?
3. Advice to families about accessing education/choosing a school
Suggestions for achieving a ‘good fit’ for a child with autism into a school? What worked? What would you have
liked for your child/you/family at the time?
4. Advice to schools about equitable ways of including children with autism
Suggestions for schools and teachers to improve the support available for a child with autism in a school setting.
5. Anything further you would like to add?

The purpose of the interview was to give the parents the opportunity to compare and contrast two
different school settings, one which they had not found satisfactory compared with their current setting.
They were asked for some background information about their child as well as information about the
unsatisfactory setting. The parent was then asked to contrast that situation with the child’s current
setting to indicate what was different. The summary questions required families to consider what advice
they would give to families in their situation, as well as any advice they would have for schools which
would make the inclusion of another child on the spectrum more successful.

3.8 Data Collection
3.8.1 The Survey
Toward the end of 2016 the families identified for this study were contacted by email and
asked to participate in an online survey designed to understand the nature of their relationship with
their child’s school. These data were based on eleven closed questions answered using a five point
Likert Scale from strong agreement to strong disagreement including statements about degree of
satisfaction with educational provision for their child with autism. Several open-ended questions
provided parents with the opportunity to give more information regarding their decisions about their
child’s current and recent past experiences of school and the reasons for these decisions.
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The email from the Project Coordinator explained the project and asked them to consider
participating [Appendix 2]. Attached to the email was an information sheet including details they
needed in order to make an informed decision regarding their participation [Appendix 3]. Upon
agreement, a link to the online survey was emailed to the family, welcoming them to the study and
thanking them for their willingness to take part [Appendix 4].

3.8.2 The Interviews
Families who indicated on their survey that they were willing to be interviewed by phone were
sent a consent form and a copy of the interview topics. Participants had some time to consider their
answers to the questions as well as having the option of removing, or adding in, any aspect of the
topic they felt was relevant. The phone interviews were scheduled for approximately thirty minutes
at a time which suited the family and were audiotaped with the agreement of the participants. The
initial comments included thanking them for their willingness to participant followed by a request for
them to explain a little about their child. At this point they were asked to compare a previous
unsatisfactory school setting they had experienced with their child’s current setting. This was
sufficient to elicit from the parents the pertinent information under consideration.

3.9 Data Analysis
3.9.1 The Survey
The survey remained active for four weeks with 29 families completing the full survey. The
responses were then entered into SPSS-22 and frequencies were assessed, with cross tabulations (2way frequencies) used to then compare responses across the three different subgroups. This focus
across similar questions posed to the three different groups, connected participants in terms of age,
gender, geography or educational context.

3.9.2 The Interviews
In phase two the phone interviews were recorded into Audacity and saved. The interview
recordings were transcribed verbatim by individuals external to the project. The transcripts were
then each checked twice for errors before bring printed out. The initial analysis was conducted using
highlighter pens on any sections that used similar vocabulary (eg. flexibility) or similar ideas (eg.
family, children, parents etc). To group comments into relevant themes, the printed transcripts were
manually cut into chunks of information with the interviewer’s words removed and the sort done
again to group similar content together.
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The first step in this analysis of rereading the material from both groups several times gave the
researcher a deeper knowledge and understanding of the information gathered. As a part of this
process, the researcher was able to highlight certain parts of the text and write various comments in
the margins of the printed-out material as each was reviewed. This meant as well as identifying key
points in relation to the identified codes, key statements were also identified for use in the final
reporting.
Based on Ryan & Bernard’s (2003) suggestions for identifying themes, repetitions were noted
both within and across the different transcripts. The coding process used was described by Creswell
(2014, p. 198) as ‘codes on topics that readers would expect to find, based on the past literature and
common sense’. Because the interview prompts were seeking expanded responses to similar
information gathered during the online survey, responses were gathered into the same theme
groups as were used to describe the survey results. As the participants had greater freedom in the
phone interviews to explain their decision-making processes, motivations, options and priorities, the
interview responses provided a greater depth and richness to the understanding of the experiences
of parents and children described in the open survey responses.
This research worked from predetermined themes linked to key aspects of the Research
Questions. Initial themes had been predetermined for coding. It was anticipated that those parents
who had removed their child from school may speak more about their child’s previous unsuitable
placement, while parents who had found a suitable school placement for their child may be more
interested in reporting how well their current placement was working. This resulted in some codes
having higher representation in certain transcripts than others depending on parent experiences.

3.10 Validity
Consideration was given in the early stages of constructing the test instruments to their
internal validity, and an attempt made to isolate those factors most likely to impact parental choice
and degree of satisfaction with school settings. Selected participants were matched for age, gender
and geography as far as this was practicable but it was possible that there may have existed variables
that weren’t evident until the data had been collected. Socio-economic status was one such variable
as it constrained families unable to afford private schooling as well as families who felt they were not
in a position to forfeit one income for a parent to remain at home with the child. Another concern
was that parents selected may have dropped out or not registered for the study. Particular variables
of stress and anxiety which may have been critical factors in understanding the experience for a
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parent raising a child with autism, may have been the very factors that resulted in a parent choosing
not to participate and impossible to verify.
In terms of external validity, small sample size was a consideration. Because of this, findings
could not be generalised. It was also important to realise that the results of this project were time
bound in that family knowledge, school provision, and research into autism all changed significantly
over time. For this reason, this study was a snapshot in time for a small sample of parents with
children on the autism spectrum.

3.11 Ethical Considerations
Because this is a sub-study of a much larger study, separate ethical clearances were needed to
ensure that the entire project remained protected. Overall ethical approval for the longitudinal
study was gained through the Mater Hospital which established a Standard Operating Procedure to
ensure that this project didn’t jeopardize any aspect of the overall study. The hospital ethics
committee expressed concern that with several student researchers using the same participant pool,
families may feel overwhelmed or taken advantage of. For this reason, the participants for each substudy were chosen as separate subsets of the full participant pool.
Prior to the activation of the online survey, ethical clearance for this study was sought from
the university’s ethics committee. The Griffith University Human Research Ethics Manual (Griffith
University, 2014) indicated that an expedited Ethical Review Level 1 or 2 was appropriate for this
study. The project is an extension of the LASA study which had already received approval and there
were no significant ethical issues or risks involved in the conduct of this research. Ethical clearance
(GU ref no: 2016/789) was granted for this project on 18 October 2016. An information sheet was
sent to each parent as an attachment to the initial introductory email to ensure that all participants
were fully informed regarding anonymity and freedom to withdraw from the project at any time. The
preamble to the online survey also included the same information regarding anonymity and freedom
to discontinue at any time.
Prior to the interview, the participants were sent an information sheet explaining the interview
process and requesting a signature of consent for their interview to be audiotaped for transcription.
There was also a contact number provided for the participant to request further information about
the project. A copy of the interview topics was sent to allow the participant to consider their
responses ahead of the phone interview. This gave them an opportunity to indicate any questions
they would prefer not to answer as well as any further information they would like to give that had
not been requested.
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3.12 Summary
The administration of the data instruments occurred during the first half of 2017 with the
survey going live during March and April and the interviews conducted during May and June of 2017.
Parents who responded were very generous with their time, many offering additional open
responses and expressing their willingness to be interviewed. Despite the challenges of raising a
child on the spectrum, (and for some, two children) many parents were willing to participate in any
project which had the potential to improve the education of children on the spectrum, even if it
would not benefit their own family directly.
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Chapter 4 Results
4.1 Introduction
This chapter reports on the findings from the study, responding to the study’s research
questions:
1. What are the different educational offerings in each of the Australian states and territories
available for parents with children on the autism spectrum?
2. What settings have parents chosen and what are the challenges they experience in their
relationships with the staff at the school attended by their child with autism?
3. How do parents navigate the current educational landscape in their geographical area to
maximise their child’s learning opportunities and potential?
This chapter outlines the findings gathered from both the online survey and the phone
interviews. The participants in the study are firstly profiled. The responses from the survey are then
presented and discussed. The responses from the interviews are then presented.

4.2 The Study Participants
A sub-group of volunteers who were participants in the LASA study were identified to provide
a representative sample of students based on family type, gender, geographical region and school
setting and asked to participate in this research. Parents indicated in the demographics section of the
survey: their family structure, number of children with a diagnosis and their gender as well as their
home state and region. They then went on to answer eleven questions focused on the educational
setting they have chosen for their child and how they experienced the setting they have chosen.
Their responses to the eleven questions were reported across the different educational settings in
order to understand whether families experiencing different types of schooling respond to those
settings similarly. Table 4.1 summarizes the demographic information available on the families who
responded.
Table 4.1 Survey Participant Summary

Component
Participants
Gender
Family type

Multiple children
diagnosed
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Characteristic
Invited to participate
Surveys completed
Boys
Girls
Two parents
Single parent
Blended
One child diagnosed
More than one diagnosed

Frequency
46
29
16
13
23
3
3
18
11

Percentage
63%
55.2%
44.8%
79.4%
10.3%
10.3%
62%
38%
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States represented

Geographic areas
represented
School data collection
approved

QLD
NSW
VIC
WA
TAS
Cities
Regional towns
Rural areas
Agreed to school data collection
Did not agree to school data collection
No response

12
8
6
1
2
13
12
4
19
5
5

41.4%
27.6%
20.8%
3.4%
6.8%
44.8%
41.4%
13.8%
65.6%
17.2%
17.2%

This showed a 63% completion rate of the survey by families, most often with two parents. A
small majority of the children were male and most respondents lived in Queensland, with NSW and
VIC families the next most represented. Families lived equally often in regional towns as capital cities
with the majority agreeing to release school data to the LASA researchers.

4.3 Educational Offerings
Research Question 1: What are the different educational offerings in each of the
Australian states and territories available for parents with children on the autism
spectrum?
This question looked at the different educational offerings in each of the Australian states and
territories available to parents with children on the autism spectrum. To understand the choices of
different educational options made by parents in the various states of Australia, it was critical to
identify the different settings available, as parents were constrained in their choices by their
geographical location. To better understand these choices an exploration of the different schooling
options available through Australian state and territory education departments as well as a number
of private and independent providers was undertaken and summarised. Table 4.2 outlines the
current provision in each state of Australia for students on the autism spectrum as included in the
websites for the individual education departments in each of the Australian states, private provisions
accessed through parent support websites and autism specific information accessed through autism
specific organisations (see Appendix 6).
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Table 4.2 Schooling Alternatives by Australian State
Queensland

New South Wales

Victoria

Western
Australia

Northern
Territory

Tasmania

South Australia

Access to
mainstream
schools
Entry criteria
for
mainstream
schools

DSE (2005) Right to equitable access, services & facilities.
Contacting local regional office results in an interview with the student support team to discuss assessment of student needs in NSW.
Legal right to enrol
at child’s local
government school.

Legal right to enrol
at child’s local
government school

Legal right to enrol at
child’s local
government school.

Access to
Autism
Specific
Schools

The Sycamore
School in Alexandra
Hills.

8 Aspect Schools
and 94 satellite
classes across NSW

5 autism specific
government schools
across Victoria

Part time short-term
programs offered
through Autism
Queensland

Giant Steps School
in Gladesville

Giant Steps School in
Kew

Legal right to
enrol at child’s
local
government
school.
No provision

Legal right to
enrol at child’s
local
government
school.
No provision

Legal right to
enrol at child’s
local government
school.

Legal right to enrol at
child’s local
government school.

Giant Steps
School in
Deloraine

Aspect Treetop School
in Adelaide

45 students from
3-18 at Deloraine

22 students from 4-6
(2016 figures)

Woodbury School
in Baulkham Hills
Joseph Varga
School in Randwick

Enrolment
numbers in
autism
specific
schools

Maximum of 70 (P –
6)

About 1000
according to
Aspect

11 students from 5-18
years at Kew

80 students from
5-18 at Gladesville
18 students from
5-14 at Baulkham
Hills
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Access to
Partial
Enrolment

Available generally
depending on places
and at the discretion
of the school
principal.

No provision

No provision

Not an option.
Dual enrolment
between a regular
school and special
school is possible.

No provision.

Little information
available. Access
to special school
provision is at the
discretion of a
placement panel.

Access to specialist
school for autism
based on a diagnosis
+ significant deficits in
adaptive behaviour
and language skills.

Access to
School of
Special
Educational
Needs:
Disability
requires a
diagnosis of
significant
intellectual
disability.

Access to
specialist
schools with
diagnosis of
significant
intellectual
disability &
adaptive
behaviour.

Available at the
request of a
parent when the
child has been
assessed as
having a
moderate to
profound
intellectual
disability.

Referral accessed
through the child’s
school. Diagnosis of
significant intellectual
disability required. 13%
of students with ASD
attend special schools
(2010 figures)

Access to
specialist
classes in
regular
schools

780 total
enrolments in
Primary,
Secondary &
Autism Specific in
2011

Autism ISPs run in 15
schools across Vic.
9 autism teacher
coaches

Pilot program at
Lindisfarne North
starting in April
2015

Students with ASD in
disability units in
regular schools

Number of
students
enrolled in
specialist
classes

Ages 12+ 284 boys
32 girls
Ages 5 – 11 18
boys 2 girls (2011
figures)

Maximum of 10

16% of students with
ASD (2010 figures)

Access to
Special
School
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Not an official
option but used to
address some
behavioural issues.
Dual enrolment
between a regular
school and special
school is possible.
Available at the
request of a parent
when the child has
been assessed as
having a moderate
to profound
intellectual
disability.

36 students from K
– 10 at
Randwick (2016
figures).
No provision in
primary. Some
options available
through the
Pathways HSC
program in senior
secondary.
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Access to HS

Available generally
through registering
with the Home
Education Unit.
Parent programming
and reporting on
their child required.

Available generally
but strictly
regulated requiring
that parents
program and
deliver the NSW
school curriculum.
Annual home visit.
Initial approval is
only for 6-12
months.

Available generally by
applying to the
Victorian Registration
& Qualifications
Authority.
Requirement to cover
8KLAs.

Number of
students
enrolled

1379 (registered,
2014 figures)
believed to be
12000 – 20000 all
up.
Available generally
and not just to
students
experiencing
geographic isolation.
As well as 7
government DE
schools, 5 non-state
DE options are
available.

3343 (registered,
2015 figures)

3582 (registered,
2014 figures)

Available only to
students who fit
one of 12 specific
criteria. Parents
would need to
show that their
child is
geographically
isolated or has
learning or support
needs that could
not be met by
their local primary
school. Students
are expected to
attend the school
for some time each
year.

Available to students
in 5 categories:
medical, travel, sports
/performance,
distance, young adult.

Access to
Distance
Education
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Available
generally by
applying to
their regional
education
office. A Home
Education
Moderator is
allocated to the
family and
responsible for
annual visit to
evaluate the
child’s program.
2477
(registered,
2014 figures)

Available
generally by
applying to
the Home
Education
Department.
Approval is
based on
evidence
supplied at a
home visit.

Available
generally through
registering with
the Tasmanian
Home Education
Advisory Council

Students must be
enrolled at their local
school and then apply
for exemption. A visit
from a Home Education
Officer is scheduled
annually.

85 (registered,
2014 figures

830 (registered,
2014 figures)

1075 (registered, 2014
figures)

Available by
enrolling with
Schools of
Isolated and
Distance
Education in
the Referral
Program.
Students must
have a medical,
mental health,
pregnancy or
extraordinary
circumstance to
be enrolled.
Enrolment is
short term for
these students.

Distance
Education
provision for
isolated
students in
senior
secondary
only. No
provision for
special needs
students.

Access to eSchool
based on isolation
or special
circumstances.
School is
responsible for
the enrolment
and the cost.
STARS Program
provides Social
Skills Program for
Level 1 students
from local schools

Enrolment through
Open Access College is
for geographical
isolation or for short
term medical situation.
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Number of
students
enrolled in
Distance
Education
Access to
alternative
schools
including
Steiner &
Montessori
education

3000 – 3500
(registered, 2014
figures)

2503 (K – 12 in
2011)

1446 (K – 12 in 2015)

1436 (P – 12 in
2015)

Only available
in Year 11 &
12

Lack of structure and
limited use of
technology may or
may not impact
parent decision. No
specific information
about the benefits
for children with
ASD.

Lack of structure
and limited use of
technology may or
may not impact
parent decision.
No specific
information about
the benefits for
children with ASD.

Lack of structure and
limited use of
technology may or
may not impact
parent decision. No
specific information
about the benefits for
children with ASD.

Lack of
structure and
limited use of
technology may
or may not
impact parent
decision. No
specific
information
about the
benefits for
children with
ASD.

Entry criteria
for
alternative
schools

Same entry criteria
for all students

Same entry criteria
for all students

Same entry criteria
for all students

Same entry
criteria for all
students

Lack of
structure and
limited use of
technology
may or may
not impact
parent
decision. No
specific
information
about the
benefits for
children with
ASD.
Same entry
criteria for all
students

Lack of structure
and limited use of
technology may
or may not
impact parent
decision. No
specific
information
about the
benefits for
children with
ASD.

Lack of structure and
limited use of
technology may or may
not impact parent
decision. No specific
information about the
benefits for children
with ASD.

Same entry
criteria for all
students

Same entry criteria for
all students

Note: Details were accessed through the education departments in the various states and territories, as well as the available schooling options highlighted on the autism
association websites in each state.
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Table 4.2 shows the placement options for students on the autism spectrum beyond the
general provision available through mainstream education. New South Wales, through the Aspect
school network, caters for the needs of students on the spectrum both in the Sydney metropolitan
area, but also in a small number of regional centres. This service provision is not available in other
parts of the country. The specific and unique needs of students on the spectrum may be one reason
for the growth in the number of students being educated, either short-term or long term in the
family home.

4.4 Parents’ Views on Schooling Options
Research Question 2: What settings have parents chosen and what are the challenges they
experience in their relationships with the staff at the school attended by their child with
autism?
The online survey asked families to identify the educational setting in which their child was
currently enrolled. When the parents identified whether their child was in mainstream school,
distance education or home schooling, the survey directed them to a series of questions which were
specifically worded for that particular setting.
Each of the following graphs summarises the responses of parents across the three different
school settings relevant to the theme in column one. The statement the parents responded to was
included in column one followed by the percentage parent responses for each statement.

4.4.1 Placement
As this survey was developed to compare parent perspectives of schooling options across
three different contexts it was important from the outset to establish which context each individual
parent had chosen. The purpose of this question was to clarify that the parent had chosen the
correct branch of the survey to reflect their child’s current school setting. Figure 4.1 represents this
information visually.
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Placement Questions

100
Mainstream (N=17)

MS: My child attends a
registered primary school full or
part time.

80
Distance (N=1)
60

Home School (N=4)

%

DE: My child is enrolled in a
registered school of distance
education.

40
20
0

HS: My child is currently being
schooled in the family home
with curriculum I have chosen.

Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.1. Parent responses to ‘placement’ questions

Of the 23 parents who completed the online survey, eighteen had their child accessing
mainstream schooling, one was enrolled in distance education and four were being home-schooled.
One of the families responded with ‘undecided’ as they were completing the survey based on the
2016 placement for their child and were living away from the family home for twelve months. They
had subsequently returned to their permanent home and their child was placed back in their
previous school for 2017.

4.4.2 Diagnosis
It would be difficult to come to any decision about whether a school was being responsive to
the needs of a child on the spectrum if it could not be established that the school had been informed
of the child’s diagnosis. Parents were asked whether they had informed their child’s school of their
diagnosis of autism. Figure 4.2 shows information from those families who had enrolled in a school.
Diagnosis Questions

DE: My child’s school has been
informed officially of their ASD
diagnosis.
HS: Not relevant

Mainstream
(N=18)

80

Distance (N=1)

60

%

MS: My child’s school has been
informed officially of their ASD
diagnosis.

100

40
20
0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.2. Parent responses to ‘diagnosis’ questions

All but one of the parents whose child was enrolled in a school indicated that they had
officially informed their child’s school of their diagnosis as had the parents of the distance education
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student. This question was not relevant to those parents who were currently home schooling their
child.

4.4.3 Researching School Options
Parents who were aware that their child would experience school differently from others and need
additional supports often sought out these services and supports ahead of choosing the most appropriate
school setting for their child. Figure 4.3 shows visually the percentage of families who researched
schooling options before enrolling.

Researching School Options
Questions

Mainstream (N=18)
80
Distance (N=1)
60

Home School (N-4)

%

MS: Before enrolling my child, I
researched schools in my local
area to ensure a ‘good fit’ for my
child’s needs.

100

DE: Before enrolling my child, I
researched different distance
education options to ensure a
‘good fit’ for my child’s needs.
HS: I have researched curriculum
options to find what best meets
my child’s unique needs.

40
20
0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.3. Parent responses to ‘researching school options’ questions

All but two of the parents who had chosen a mainstream school setting for their child
indicated they had done some research of schooling options in their geographic area prior to
enrolling their child. This question did not address the process of seeking a suitable school, the result
of their research or the perceived suitability of the options on offer. A greater level of detail was
sought using semi-structured interviews in the next phase of the study to extend the understanding
of this issue.

4.4.4 Child Level of Happiness
Parents were asked how happy their child was with the placement chosen for them. As parent
report was being relied upon for this study it may be the case that the children reported to be happy at
school may not, if asked, report being happy at school. Parent report of such student characteristics may
not always be reliable. In this case a willingness to go to school each day was used as an indicator of
happiness, as parents reported school refusal as an indication that their child was unhappy at school. Figure
4.4 shows these results visually.
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Child Level of Happiness
Questions

100
Mainstream (N=17)
80

MS: My child is happy to
go to school.

60

Home School (N=4)

%

DE: My child is happy
completing their set
learning tasks at home.

Distance (N=1)

HS: My child is happy
completing their
learning tasks at home.

40
20
0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly Agree

Figure 4.4. Parent responses to ‘child level of happiness’ questions

A total of 80% of the mainstreamed children were reported as happy or very happy at school.
One parent was undecided and another indicated that their child was very unhappy at school. The
distance education and home schooling families all reported that their child was happy or very happy
in their home environment.

4.4.5 Parent/School Communication
Parents were questioned regarding home/school communication dynamics as the ability to
collaborate with school staff was a critical factor in ensuring that the child’s special needs were
acknowledged by the school and if necessary programmed for. Figure 4.5 presents this information
visually.

MS: I strive to establish and maintain
good communication with key staff
in my child’s school.
DE: I strive to establish and maintain
good communication with my child’s
allocated teacher/s.
HS: Not relevant

100
80

Mainstream
(N=18)

60

Distance
(N=1)

%

Parent/School Communication
Questions

40
20
0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.5. Parent responses to ‘parent/school communication’ questions
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All parents reported that from their perspective they strived to establish and maintain
healthy channels of communication between themselves and their child’s school personnel, either
teacher, school leadership or both. This question was not part of the survey for those families who
chose to home school.

4.4.6 Curriculum Accommodations
The next question sought to discover whether accommodations to the learning program were
available to children in the mainstream school and whether home schooling parents were able to make
these same accommodations in the home setting. Figure 4.6 shows those students who have been
provided with alternative or modified curriculum.

100

Mainstream (N=18)
Distance (N=1)

80

Home (N=4)
60

%

Curriculum Accommodation
Questions
MS: My child is currently working on a
modified educational program at
school.
DE: My child’s school has been willing
to modify curriculum demands to
meet his/her learning
needs/preferences. The distance
education school has shown that they
are prepared to be flexible with
attendance at workshops, excursions
and other on-campus attendance
requirements.
HS: I struggle to access curriculum
materials that meet my child’s unique
learning needs at home.

40
20
0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.6. Parent responses to ‘curriculum accommodation’ questions

It was not clear from the parent responses whether they in fact were wanting curriculum
accommodations. It was likely that some parents sought a schooling option which set the same level of
learning challenge for their child with autism that was required of the other children in the same grade. It
was impossible to ascertain from the responses, which parents had requested accommodations that had
not eventuated, and which parents sought to ensure that their child received the same level of education
as the rest of the children in the class. The results were evenly spread between those who were working
on a modified curriculum and those who were not. Further questioning would be needed to understand
whether availability or lack of provision were part of the parents’ goals for their individual child.
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4.4.7 Prior Unsuitable Placement
Parents reported it being challenging to find a school setting that fitted their child’s needs and
for this reason it was not surprising to see families moving a child from one setting or school to
another when they felt that the particular setting was less than ideal for their child. Figure 4.7 shows
the spread of responses from the various groups of parents.

Prior Unsuitable Placement
Questions

100
Mainstream (N=14)

MS: My child has moved schools to
access more appropriate education
provision.

HS: I feel that home schooling has
been a ‘forced choice’ because of
my child’s anxiety or other mental
health concerns.

Distance (N=1)
Home (N=4)

60

%

DE: I have chosen distance
education after one or more
unsatisfactory school placements.

80

40

20

0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.7. Parent responses to ‘prior unsuitable placement’ questions

A third of the children in mainstream settings had moved from another school to their present
one in order to access a more appropriate provision. Forty percent of the same group had not
moved schools. The remaining four parents chose not to respond to the question. The distance
education parent and half of the home schooling parents indicated that they had changed school
settings while two families responded that they had only ever educated their child at home, having
chosen not to send them to school at all. It is unknown whether these families were committed
home schooling families, or whether, based on their own early research of schooling options
available for their child in their local area, they realised that no option existed which would cater to
their child’s special learning needs.

4.4.8 Parent Level of Happiness
Parent level of happiness attempted to capture the degree of alignment between parent
expectation of the chosen setting and how the parent is currently experiencing that setting. For
those with children in a mainstream school the question related to whether the school was doing
what the parent expected. The parents educating their own child in the family home were asked two
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questions including consideration of their personal expectations regarding their situation and
whether they are happy with the choices they have made. These choices reduced their personal
flexibility and capacity to pursue their own career goals. The responses to these two questions are
represented in the graph as Home School1 and Home School2. Figure 4.8 represents how parents
felt their expectations had been met.
Parent Level of Happiness
Questions

100
Mainstream (N=18)
Distance (N=1)

MS: I am happy with how my
child’s school caters for their
individual needs

HS: (1)I find being my child’s
teacher stops me from
pursuing my own personal life
goals.
(2)I struggle to explain my
choice to home school my
child to family and friends.

Home School1 (N=4)
Home School2 (N=4)

60

%

DE: I feel that the staff at my
child’s school understand ASD
as a condition requiring
educational accommodations.

80

40

20

0
Strongly
Disagree

Disagree

Undecided

Agree

Strongly
Agree

Figure 4.8. Parent responses to their ‘level of happiness’ questions

Two thirds of the parents with their child in mainstream settings and the distance education
parent indicated their happiness with the way their child was being catered for in their school with
the other third either unsure or dissatisfied. The home schooling families were questioned regarding
the impact of their decision to teach their child at home on their own level of personal happiness and
satisfaction. Half of the home educating parents were unsure of the impact of their decision on their
own career aspirations while the other half did not feel disadvantaged by their decision. All
responded confidently regarding their ability to communicate this decision to family and friends.

4.4.9 School Response to Challenge
The parents with students in mainstream classes were asked about how they felt their child
was treated during times of challenge including when the child became anxious or exhibited
behaviours which schools found challenging to manage. Figure 4.9 shows that families were just
slightly more confident that their child would be treated well than that they, as parents, would be
treated well in a challenging situation.

Chapter 4 Results

48

MS: (1)When challenges arise at school
I am confident that my child will be
treated fairly and compassionately by
the staff.
(2)When challenges arise at school I
am confident that I will be treated
fairly and compassionately by the staff.
DE: Not relevant

100
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Figure 4.9. Parent responses to ‘school response to challenge’ questions

The majority of the parents (61%) felt that their child was treated fairly and compassionately at
these times while the remainder (39%) indicated that they were uncertain whether their child
received fair treatment. It was not clear whether this was a judgement on the nature of the
treatment received or whether they were simply not able to answer the question because they were
not at school when such challenges occurred. When asked whether they themselves received fair
and compassionate treatment a smaller majority (55%) were satisfied with their treatment by staff.
About a third of parents responded that they were undecided about their treatment by staff and 11%
indicated that they had been poorly treated by staff at their child’s school. Only families in the
mainstream settings were asked this question as families in the home environment were not in
regular physical contact with school personnel.

4.4.10 Parent Satisfaction with Outcomes
Parents were asked to indicate whether they felt that academic progress was being made by
their child. In this particular question, rather than looking at expectations or happiness, participants
were asked whether they felt academic growth was occurring in line with capacity and effort
expended. Figure 4.10 shows a greater spread of responses from the parents whose children
attended school than those who had greater control of their child’s learning in the home. The home
schooling parents were asked to respond to two different statements in this section. This is
represented in the graph as Home School1 and Home School2.
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Parent Satisfaction with
Outcomes Questions

100

MS: I believe that my child is
currently working and achieving to
their individual capacity at school.

HS: (1) I believe that my child is
currently working and achieving to
their individual capacity.
(2) I believe that my knowledge
of my child’s needs makes me the
best person to teach them at this
stage of their schooling.
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80
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Home School1 (N=4)
Home School2 (N=4)

%

DE: I believe that my child is
currently working and achieving to
their individual learning capacity.

Mainstream (N=18)
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Figure 4.10. Parent responses to their ‘satisfaction with outcomes’ questions

Three in four of the parents whose child was in the mainstream believed that they were
working to capacity at school while one either felt uncertain or that their child was not currently
achieving to their capacity. The distance education family was satisfied with their child’s level of
achievement. The home educating families all indicated that they felt that they were the best person
to teach their child by virtue of their understanding of their child’s needs.

4.4.11 Future Schooling Options
The families who had their children learning in the home were asked about their intentions for
the future in terms of whether they ever considered a time when their child would enter or re-enter
the school setting. Figure 4.11 represents the opinions of only those families who currently have
their children learning at home.
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Future Schooling Options
Questions
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Home School2 (N=4)
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Figure 4.11. Parent responses to ‘future schooling options’ questions

Only two of the five parents indicated that school was a future consideration. Even though
three of the five parents would not have anticipated that educating their child at home would be part
of their role, the majority had embraced their new reality and would not return their child to a school
setting.

4.5 Views on Schooling Options
Research Question 3: How do parents navigate the current educational landscape in
their geographical area to maximise their child’s learning opportunities and potential?
Interview Participants
At the end of the online survey, participants were asked whether they were willing to be
interviewed. The majority indicated a willingness to be interviewed. Two groups were selected
representing ‘dissatisfied’ parents and ‘satisfied’ parents. For the first ‘dissatisfied’ group, eight parents
were selected based on their decision to leave the school system and educate their child at home. This
group consisted of seven home schooling families and one with a student enrolled in distance education.
Five of this group responded. A second group of eight parents was selected from the survey participants
based on their positive responses. The eight survey responses with the greatest number of ‘strongly
agree’ (SA) or ‘agree’ (A) responses were selected and invited to participate. Of this group four parents
responded. Each family in both groups was called at a time they nominated after returning the signed
informed consent document. Parents were interviewed for approximately forty minutes each by phone
and the interviews audiotaped. The audiotapes were then transcribed and analysed based on the themes
which were used to construct the survey instrument. The following analysis compares the opinions of the

Chapter 4 Results

51

two groups of parents around the eleven theme groups established in the online survey listed in Table
4.3.
Table 4.3 Theme Groups
Placement

Diagnosis

Researching school options

Child level of happiness

Parent/school communication

Curriculum accommodations

Prior unsuitable placement

Parent level of happiness

School response to challenge

Parent satisfaction with outcomes

Future schooling options

4.5.1 Placement
It is particularly interesting to note that of the five ‘dissatisfied’ parents, all but one lived in regional
areas of their state (VIC, QLD & NSW) and spoke of being unable to access schooling options which would
meet the needs of their child on the spectrum. The terms ‘stress’ and ‘anxiety’ appeared many times in
the comments made by parents who educated at home; used equally to describe life in school for the
child and for the parent. ‘It puts so much stress on us as parents that our ability to parent effectively is
compromised because we have this tired, exhausted, challenged child. We get that sometimes when we're
home-schooling, but we also get the good bits’ (Parent 3). Each parent spoke of different reasons why
various placements have not worked for their child including anxiety issues, bullying, sensory issues, and
generally a poor fit between child and school. One parent even went as far as to contend that ‘autistic
kids should not be in school full time in a mainstream classroom – a lot of kids can’t handle it’ (Parent 19).
There seemed to be a degree of personal conflict however over the issue of ‘fit’. Parents tended to
contradict themselves when discussing this topic. There was a sense that for their particular child school
was a poor fit, but often they then indicated that they are not anti-school and would love to put their
child into school if there was ever a setting that was suitable. One parent stated: ‘He has learned things by
being in school – that there are other adults who can teach him and be patient with him’ (Parent 19). ‘I
don't like segregation. I just don't. I've become more strongly motivated toward this. “Everyone in
together benefits everyone”’ (Parent 11).
The ‘satisfied’ parents were all residents of capital cities in their respective states (Brisbane,
Melbourne, Perth and Hobart). These parents spoke of having to search strategically to find
appropriate settings, but were happy with the current placement they had found for their child. They
spoke tentatively when discussing this topic of placement. The word heard most often was ‘options’.
‘I thought, “I can’t do this” and I went back and had a look at all possible education options’ (Parent
10). Each parent mentioned ‘home-schooling’ as one of the options they had considered at some
point in their journey.
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‘My husband and I at the time were both working full time. People say you should just
give up work and home school but we still have an older son to support. We pulled him
out of his private school hoping to have both boys in the same school, but that failed
miserably’ (Parent 14).
They all spoke of being happy with their current placement, but indicated that at some time in
the future they would need to reconsider and perhaps again research available options, particularly
in relation to secondary schooling.
‘We tried some other combinations. They have a program down here for kids with
medical needs. She was going through puberty at the time which was ‘fun’. We looked at
home schooling her for part of the time and having specialist and teacher aides come out
from the school, as we only lived around the corner’ (Parent 16).
They also spoke of part time school enrolment as a consideration for the future as they could
all see their child’s educational profile becoming more and more atypical with learning gaps
becoming wider over time. They were concerned that a secondary school was unlikely to be able to
cater to their child’s special interests.
‘Just thinking about whether he might do part time school and part time home school as
another option. If he gets into high school, they feel they might be wasting their time if
he is sitting in their class with content that is way over his head’ (Parent 25).
All parents spoke of this uncertainty as being stressful and unsettling.
The same parent spoke of low expectation, feeling pressure to accept a placement in a special
school when she was certain that her son was able to complete an academic program with the right
supports.
‘While there are benefits like teaching kids life skills and those sorts of things I think that
they wouldn’t support the academics - low level, low expectation - so I don’t think that is
the right thing for him. It would be good if there was something in between’ (Parent 25).

4.5.2 Diagnosis
One home educating parent spoke about diagnosis as emphasising deficit and weaknesses as
this focus had impacted her life as an adult on the spectrum. She spoke of inflexibility in mainstream
schools as reinforcing to those on the spectrum that there is something wrong with them. Her
comments included requests to consider medication for her son, which she interpreted as meaning
that he must become different in order to do well in the school environment. She saw this as a social
justice issue.
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‘They need to be learning skills like problem solving and being allowed to explore their
creativity, not telling them that the way they're thinking is wrong. Everything they do is
at odds with the environment that they're in. So it's not surprising that adult people with
autism think that they are stupid and incapable and dumb and all of that because that's
the message that you learn...You're just different’ (Parent 3).
Only one parent in the mainstream schooling group of parents mentioned medication but
spoke from a completely different perspective. She indicated how much benefit her son had derived
from being diagnosed with coexisting conditions such as ADHD and anxiety. The use of medication
had allowed her son to access school in a way that had been very positive and opened up additional
opportunities that he had not been able to access before.
‘He used to have resistance to going to school and a fair bit of anxiety at that school I
think. But this year he is really enjoying school, wants to be there. Never had any issues,
like he is quite settled at school. They are not having many behaviour challenges, where
they might have had a few things happen in the past. The medication has a fair bit to do
with that’ (Parent 25).

4.5.3 Researching School Options
Often the process of finding a suitable school setting for their child commenced long before the
child reached the age of compulsory school attendance. Both groups of parents spoke of this search
beginning early. A number of them spoke of ringing and visiting many schools in the early stages of their
search. ‘I looked at twenty-three schools before we chose it. I was prepared to travel. That was within a 25
minute, half an hour drive. It was a full-time job for a while’ (Parent 3). They all spoke of interviewing the
school staff to really understand the school culture and attitudes of the staff. They spoke of developing
an elaborate list of questions ranging from general to specific, focusing on those areas that they believed
were potential difficulties for their own child. Every parent spoke of particular ways that they chose to
understand the day to day functioning of the school and get down to the critical practices which would be
deal breakers for their particular child. At each interview parents described a point at which they knew,
either through the answers they were receiving, or by the body language they were observing when a
particular placement would simply not work. All parents interviewed spoke of receiving a number of
rejection letters or emails as part of this process. Various comments around evaluating school practices
and attitudes included asking for policy or promises in writing, and examples of current practice around
particular undertakings made by the school.
‘Ask the school really specific questions and try and come up with a plan. Even if you need
them to put stuff in writing so you can come back to it. That's where I didn't really push
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enough. I asked them, "What's your stance on bullying?" "Zero tolerance" - Ok that's
fantastic, Thumbs up, but I should have asked, “What does that mean in practice? What does
that look like on the ground?” (Parent 1).
Home educating parents spoke of researching different educational provisions after at least one
unsuccessful placement. These various options included home schooling, distance education, special
schools, autism specific schools, small multi-age schools as well as other mainstream school settings in
their area (and often times outside their geographical area). They spoke of seeking for that elusive setting
which would meet all their child’s unique needs and at some point realising that this perfect setting did
not exist.
The parents whose children attended school spoke less often and with less emotion about the
research process. They certainly expressed how important it was for them that their child’s school
cater to their learning needs, but the research process appeared far less rigorous and extensive.
‘In (my state) there are not all that many options – there is an autistic specific school
about an hour away from us but that is not really an option. And I do not think it will give
him the options he is capable of’ (Parent 25).
There was a greater acceptance that there was no ideal school for any child and they seemed
willing to accept this.
‘It was just because I had no idea and I had gone and googled options basically. This one
had come up as a place for kids who had behavioural needs. I went out there to have a
look and it was for kids who had really high needs and I did not see my son fitting in with
that’ (Parent 10).
A small number described a similar process of interviewing school leadership, and failing to be
accepted, or refusing an enrolment offer. The tone of the communication from these particular
parents was that once a decision had been made, they would enrol their child in the best school
setting available and begin to actively advocate on behalf of their child for their needs to be met.

4.5.4 Child Level of Happiness
When the group of home educating parents spoke about their child’s level of happiness at
school, the words ‘stress’, ‘sensory overload’, ‘meltdown’ appeared often. Most often the factor
which resulted in the child moving out of the school setting was behaviour issues triggered by anxiety
and sensory overload. Each of the parents outlined stories of extreme behaviours which were part of
the morning school routine and caused family disruption and difficulty getting the child to school.
Once at school, the child often experienced difficulty settling into the classroom environment. Two
parents described self-injurious behaviours as something they could not ignore. ‘It was that bad. I
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feel like crying even thinking about it. I had this child who I pulled out after three terms because he
was self-harming’ (Parent 3). In addition to the challenging behaviour, the parent spoke of unhelpful
responses to their child’s behaviour. Teacher response in each case was either active or passive.
Active response resulted in the teacher responding to the behaviour as they would for a neurotypical
child defying authority, while a passive response was described as a teacher who simply ignored the
behaviour and the parent’s attempt to manage the behaviour with requests to remove the child.
‘No one would come and help me so I would end up in tears myself and the worst thing
that was happening for me, I was spending up to an hour in the morning trying to settle
her into the classroom and no one is giving me any assistance which actually caused me
to lose my job’ (Parent 24).
Parents described how difficult it was to explain to a teacher how the child was experiencing
the situation. For the home-schooling parents these challenges resulted in their removing their child
from the situation.
These parents described the complete change in the child’s emotional state when they were
schooled at home. One indicated that the improvement in the child’s mental health did not occur
immediately, even taking a number of months to improve fully, as they witnessed a reduction in
anxiety and challenging behaviour and a return to the child they had known previously. ‘She's happy
all the time. There's no angry outbursts. I've got a totally different child at home and she's actually
passing school at the moment and reading well above her year level’ (Parent 24). Two of the mothers
in this group had their own diagnosis of ASD and were able to describe their experience of managing
the school environment for a short period of time before needing to remove themselves to recover.
‘Sensory overload, social overload. It is a very difficult place to be. School is such a hard place to be as
an autistic person’ (Parent 3).
Very few of the parents whose children attended school chose to explain the problems
experienced in their child’s previous school in any detail. The tone generally was one of guarded
relief. Each one described a reduction in anxiety and improvement in the tone of the family home
since their child had been in a school where they were happy. All four parents described the
morning routine as the most significant change for them since moving schools. Each described a
child who happily prepares themselves for school and went off to school willingly each day. ‘I have
not seen this child more happy than in the last few months. Everything about him has changed’
(Parent 14). One parent also described unanticipated benefits to their child’s growth and maturation
for which they expressed gratitude.
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‘He volunteered to act as peer mentor for one of the younger kids who is very similar to
him at that age. And that was something that he completely made up on his own. During
his free time he would go into this boy’s class and mentor him’ (Parent 10).

4.5.5 Parent/School Communication
A number of comments regarding communication emerged from the interviews with home
educating parents. Teacher knowledge of autism, teacher workload, duty of care and teacher
attitude, special needs school funding and parent advocacy were mentioned repeatedly. The parent
whose child was doing distance education noted a difference in the style of communication between
mainstream and distance education staff, specifically the greater respect shown to her as a parent.
Parents often felt that they were placed in a no win situation when enrolling in mainstream
schools. They respected teachers generally, aware that they carry a heavy load, but spoke of
becoming frustrated by the style of communication they had with teachers. They spoke of not being
believed, being ignored and their requests going unactioned. They found this particularly difficult
when a commitment had been made at enrolment or in an IEP meeting and had remained unfulfilled.
One parent spoke of being given different explanations by different members of staff and being
unsure of where she stood.
‘She wasn't willing to listen to the parents. She had made her mind up about what she
was doing. I'm not fighting the fight anymore. For the sake of everyone's sanity, and the
amount of stress I have gone through as a parent with schools and things, you just go,
‘It's not worth fighting it’. You never win. I don't think I've ever had a win. I've gone to
the education department a few times and dealt with them and they always side with
the teacher and principal - every time!’ (Parent 24).
A number spoke about duty of care and concern that their child was not safe at school.
‘He got kicked in the groin by one kid. No one saw this. It just so happened that the
principal was looking out of the window of the staff room and saw it so we heard about
that one from them but I just thought "How can all this be happening and no one is
noticing?’ (Parent 1).
Parents found it difficult when they were told that a small environmental change could not
happen due to lack of funds. They found it difficult when their child’s welfare was made a financial
consideration. Some parents had chosen to become very knowledgeable about autism with the view
of becoming strong advocates for their child. For this group of home educating parents they found
that often times this extensive knowledge had not improved their relationship with their child’s
previous school as their willingness to share their knowledge with staff was viewed negatively.
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‘I have asked the principal of the school if I can explain that difference to the class but
she believes everything is fine. The teaching staff do not recognise the difference
between disabilities that cause behavioural issues for kids like my son where we see the
disability in their behaviour and in all the tantrums’ (Parent 19).
It is true that parents whose children attended school did speak of similar issues in previous
settings. ‘It did not feel very collaborative at that school’ (Parent 10). However the overriding
sentiment from this group of parents was just how positive and supported they felt in their child’s
current school. They used words like ‘collaboration’, ‘feeling heard’, ‘listened to’. Meetings were
collaborative; communication was honest and supportive and concerns were taken seriously and
worked on until solved. ‘I will shoot them a message, “Can I meet up with you after class today?” and
they almost within the hour say yes or no, but they are always open’ (Parent 14). ‘I think, before it
was telling me what was going to happen or not telling me what was going to happen. Whereas in
this setting it does really feel like it’s a conversation’ (Parent 16).

4.5.6 Educational Accommodations
In a perfect world parents would not need to consider their child as either ‘fitting into a school
setting’ or ‘not fitting in’ (Avramidis & Norwich, 2002). If schools embraced true inclusion rather than
settling for integration, a child’s unique needs would not keep them out of a school, and home
educating parents such as those interviewed would not feel as though they needed to give their child
particular skills prior to re-enrolling them in school. True inclusion would come from a school
leadership who embraced the child’s difference and catered for their needs. These home educating
parents spoke about understanding their child’s preferred learning style, and using it extensively in
their teaching. ‘One style works for one child and it doesn't work for another so there's been a lot of
trial and error over the years’ (Parent 1). They spoke of making modifications and adjustments to
help their child become successful. Parents mentioned working on emotional regulation using
physical activity, social skills through guided excursions, one-on-one teaching to overcome the effects
of dyslexia, the use of visuals to overcome auditory processing difficulties and ways they had
developed for dealing with their child’s anxiety by analysing their behaviour to recognise triggers.
‘I have realised in the time I have been teaching him at home and through our
integration attempts (back into school) that his auditory processing issues will make it
very hard for him to be in a classroom with a typical number of students’ (Parent 19).
The parents believed that they were in a better place to make their child’s learning practical
than teachers in the classroom where they believed learning became too abstract too quickly.
‘They're actually getting to practise real skills in a real setting….. It's more real and easier for them to
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get their head around, whereas at school it can be sort of abstract and not really connected to real
life’ (Parent 1). When asked why such adjustments were not provided by schools, the words
‘attitude’ and ‘funding’ occurred most frequently. ‘Still a lot of them don't want to educate
themselves. Look it's attitude!’ (Parent 24). Parents believed that more educational funding needed
to be allocated to increasing staff numbers and providing staff training, resources and therapies.
Parents noted that there were many small environmental changes that cost nothing and could make
a difference for their child. ‘The conversation shouldn't start with funding. It should start with - what
basic things can we do to actually make it easier for this child that don't require money? Why does
the conversation always start with funding?’ (Parent 11).
The parents who were happy with their child’s school described various environmental
changes such as reducing the number of class transitions each day and keeping to a structured
timetable as examples of changes which had benefitted their child.
‘A lot of it was smaller class sizes that made a huge difference so there wasn’t as much
noise or as much disruption. There weren’t the transitions between places, so he wasn’t
moving from his classroom to art and then to music and then to library that they did a lot
of at his old school, and when they did have transitions, they were a lot more prepared.
He was given a great deal of notice and a lot of it was understanding and acceptance’
(Parent 10).
Others spoke about the use of teaching assistants and expressed different views regarding
how beneficial they felt this aide time had been for their child.
‘Kids can figure out pretty quick that they can do this much with this aide but I have to do
this much for this aide so he was able to change what he was doing or could get away
with’ (Parent 25).
One mother spoke of the way her child’s current school had dealt with her son’s issue with
soiling while another needed help with her daughter’s pica and just how small changes to class
routine had made such a huge difference to their enjoyment of school.
‘Someone would actually help him, not physically hand on hand but he would just need
that executive planning. “We need to get you cleaned up. Let’s get the wipes.” Leading
him through it and teaching him. Not making him feel terrible for something he could not
control. The difference between the two schools made a huge, huge difference’ (Parent
10).
‘It was weird to be in a situation where you did not have to worry about H……’s safety.
You have no idea how much stress has been taken out of my life’ (Parent 16).
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4.5.7 Prior Unsuitable Placement
Each home educating parent explained in the interview the story of why their child was being
educated at home. There was strong similarity between the stories in terms of feeling they no longer
had options for making the setting work for their child. Each parent spoke of their child’s early
intervention setting where a great deal of effort had been put in by both themselves and the early
intervention provider to assist the child to settle into a school at prep level. ‘So he was in there with
kids he was going to be in the class with the following year. He was loving it. He'd have a heap of fun.
He made friends. He's outgoing’ (Parent 3). This careful transition process appeared to be working for
some weeks to months in various cases. The parents spoke of a gradual change in the child’s anxiety
levels, resulting in a change in their behaviour at school. During this time parents became aware of
small changes that they felt could have helped to alleviate the growing anxiety.
‘They had people who were job sharing so they would have one teacher for three days
and the other for two and then the next week, it would switch and I'm thinking "Who can
support this child?" and everything you're doing is making it that little bit harder’ (Parent
1).
As the situation became more challenging for the child, the parents noted a change in the
attitude of the school staff to both the child and themselves. As the anxiety resulted in more
challenging behaviour parents noticed the change in attitude of the school staff. The parents spoke
of how difficult they found it when staff used the words ‘naughty’ and ‘defiant’ to describe their
special needs child. ‘The most negative thing from a teaching standpoint, or the school standpoint for
that matter, would be an attitude that my child is deliberately naughty’ (Parent 19). A number spoke
of finding out from third parties that their child was being bullied. Parents spoke of situations where
they felt that certain behaviours were being tolerated from other children, but not from their child. ‘I
said, “You have to be consistent so that we know that it's absolutely not tolerated.” People could hit
him or whatever it didn't matter. But if he lashed out and hit someone else, oh different story’ (Parent
1). The parents reported that at this point the school appeared reluctant to collaborate with them in
an effort to problem solve and they were asked to drop their child at the gate and let the school deal
with behaviour issues without parent involvement.
‘At the school, they were very much like "Oh no we don't have time to talk to you. We
don't have time to do that". So you lost that partnership. But for a child like that they still
need that for a little bit longer than the typical child’ (Parent 1).
Two parents spoke of reaching a ‘crisis point’ where they noticed their child becoming
depressed or beginning to self-harm. ‘And once the depression was mentioned I thought, I don't want
my children's mental health being impacted by school’ (Parent 1). They spoke at this point of having
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to choose between moving their child to another school, a transition they were not sure their
anxious child would manage, or taking them home to allow them to recover in a supportive
environment. Once the decision was made to leave the school the child, often slowly, returned to
their previous demeanour. ‘It took a good 2 years before I thought "Yes I'm getting my kid back and
he's getting himself back". A good 2 years I reckon. Even after just 3 terms of part-time school’
(Parent 3).
The parents whose children attend school spoke of very similar issues as the home schooling
parents. They spoke of children becoming anxious, teachers misinterpreting behaviour as disruptive
or naughty and their child being bullied. The one difference between the two groups was that this
group of parents had been fortunate enough to find a new school where their child was treated
differently. They spoke of the difference between the two settings as one of teacher attitude and
training. ‘They need special needs training. They need to be qualified in special needs. They need to
understand that my child with autism is different to this child with autism’ (Parent 14). They also
spoke of the critical difference that staffing levels make when their child has access to an aide or
support person who is able to help meet their needs.
‘Whereas in (School 2), he is in a class with six to eight kids. There is a teacher and two
aides. There is always someone there who can help him. So, a lot of it is physical staffing
levels and having the time’ (Parent 10).

4.5.8 Parent Level of Happiness
Each of the comments regarding level of happiness for the parents who schooled their child at
home focus on their child having the freedom to learn in line with their own interests and talents.
For each parent this looked different. One spoke of challenging her son in areas of difficulty for him
and watching him rise to a challenge. One spoke of the sense of contentment in her daughter finally
being able to throw off the expectations of others and learn in ways that were appropriate to her. A
third shared her relief at finally being rid of the school expectations around NAPLAN testing, the lock
step nature of school progression and the impact this freedom had had on the learning environment
in the home. ‘I'm happy doing this and I'm happy seeing L……. so happy and doing her work and she
actually likes school. Little steps every day’ (Parent 24).
The comments by the parents with children in schools focused on a number of different
facets of family life. Two parents spoke about financial security and their satisfaction with being
employed as it allowed them to provide financially for additional services for their special needs
child. Additional services accessed through government funding was another area of satisfaction for
parents, particularly if these additional services resulted in an improved quality of family life. Finding
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a school which catered to their child’s special needs in an environment where they as parents were
respected and heard by the staff of the school also featured in the comments by these parents.
‘It took me a very long time to get over what happened to him at that school as well and
a very long time before my phone would ring during the day and my heart wouldn’t start
racing’ (Parent 10).
There seemed to be a natural tension between the capacity to provide financially, which
resulted in less time spent with their child, and the desire to spend time with their child which
resulted in some financial sacrifice.
‘I make it very, very clear that I have a special needs son and he will always come first. And
if I need to leave, I need to leave, so that was part of my conditions of employment. I have
a very supportive manager and a very supportive team so, I don’t hide it’ (Parent 14).

4.5.9 School Response to Challenges
When home educating parents spoke about how school staff responded in the past to their
child with autism, they spoke about the attitudes they sensed about themselves or their child from
the school personnel and spoke of ways they felt this attitude could be improved. They felt that
teachers, usually because of a lack of knowledge, spoke of their child as ‘naughty’. This reference to
‘naughty’ came up again and again particularly with this group of parents who felt that their child
was being unfairly judged as intentionally being disruptive or purposely demanding their own way.
They spoke of how difficult it was to address this with teachers and principals once it was in play
(Parent 1), suggesting that the attitude needed to be dealt with at the universities. A number of
parents suggested that all teachers needed to be given practical experience programming for and
teaching students with various disabilities. They felt that this would ensure that teachers were
prepared when students of various types were placed in their class.
‘I really think teachers need more units on disability but also that hands on stuff ‘cause
you know reading it in a book is one thing but actually delivering it in the classroom is a
completely different kettle of fish’ (Parent 1).
The group of parents with their child in school spoke of both positive and negative school
responses to challenges. All those who spoke positively identified a staff member at the school, or in
one case a general positive school tone that resulted in an openness to resolve issues collaboratively.
Parents expressed genuine appreciation for any member of staff who was willing to listen and work
with them to resolve an issue, indicating often that the solution was quite simple and required very
little additional work beyond having a collaborative approach and a willingness to listen. One parent
spoke of many trips to pick up her child when the school could not manage his behaviour. She spoke
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of accepting this situation as her current reality and being willing to take him home to calm him
down.
‘They understand, but they were not able to calm him down in a period of time. So, I sort
of said fifteen minutes or half an hour, if he is still acting out, crying, angry, aggressive,
ring me and I will come and get him. There is something in the surrounding that is
upsetting him and he can’t control it, so I would rather take him out of the environment,
bring him home, calm him down, then go back to school the next day’ (Parent 14).
However she indicated that it would have been so much more supportive if the school had
then made an effort to understand what they could do to minimise the need for this in the future,
such as a willingness to change the environment in even small ways would have prevented some of
the presenting behaviours. Other parents indicated that their child’s school did exhibit this
willingness to make changes to the environment in consultation with the parent and that this
willingness had been an encouragement to the parent and improved their child’s experience of
school.

4.5.10 Parent Satisfaction with Outcomes
Most home educating parents felt that it had taken them time to understand how their child
learned best. They spoke of studying their child, often employing trial and error to discover what
worked for their particular child. They spoke of not assuming this role easily but feeling that they
had no alternative when the school was not able to cater to their child’s needs.
‘We still don't do curriculum. We don't sit down and do work as such. People are like,
“What about workbooks?” But he doesn't learn from workbooks…. He goes out and
bounces on the trampoline when he wants to. He can lie on the floor to work if he wants
to. He can do whatever he wants in the day. People don't believe me until they see it. But
this child is now writing... He's not quite 10. He's writing code in Python...’ (Parent 3).
They note how challenging it was and what a risk they had taken but did not regret their
choice. ‘I do think we would have had a lot more trouble and a lot more problems and a lot more peer
influence creating more problems and bullying if he had gone to school’ (Parent 1). They spoke of
making home schooling a lifestyle where learning was not necessarily programmed into a particular
time slot but occurred all day across time and included family activities such as grocery shopping.
‘You're learning all the time. It's about skills. He's learning how to problem solve. We do a lot of
literacy and numeracy at the supermarket’ (Parent 3).
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Parents identified many things that would result in their satisfaction with the school including
individualised programming in line with parental goals and aspirations for their child, compassionate,
committed staff and a commitment to the child gaining language and communication skills.
‘I think they tried and tried to do the best they could with what they had, but I just felt
that if someone had been – not aggressive or assertive but given him that bit more time
and a bit more one-on-one support I really think he could have achieved more in that first
year of schooling’ (Parent 14).
Parents spoke appreciatively about additional therapies, services and physical resources.
‘So they follow a TEACCH protocol it is all about independent learning centres and that
has suited H…… down to a tee. So it is less about pressure and anxiety. They have an
incredible program building up step-by-step numeracy and literacy skills and they do the
odd things around life skills’ (Parent 16).
The parents who had found a school where their child was learning and happy realised how
fortunate they were. ‘The (new school) is so different to anything I have experienced. I would set that
school up as what best practice looks like, and it is amazing to have found that’ (Parent 16).

4.5.11 Future Schooling Options
The parents whose child was at home expressed both optimism and a sense of uncertainty
when considering their child’s educational future. One spoke of her son’s definite career goals and
the many obstacles she felt would need to be overcome for him to achieve his goal.
‘My son wants to be a pilot. “You are going to have learn how to communicate with
people. You are going to have to learn to deal with people who don’t do it the way you
like it.” He knows everything about how a plane would fly, and there are areas that are
harder. It is easier for him (to challenge himself) because he can see a point for doing
things that are harder’ (Parent 19).
Although their child was still primary school age, parents were already considering how they
would cater to their child’s secondary educational needs. They all felt that their child’s capacity was
greater than they could currently demonstrate and were committed to unlocking their child’s
potential. One parent spoke of how much encouragement she derived from attending events where
successful adults on the autism spectrum spoke of their achievements and indicated that such role
models were going to be important for her child as they moved toward adulthood.
The parents whose child was in school were focussed on planning for the transition to
secondary school. The four parents spoke in detail about the aspects of high school which they
feared would cause their child difficulty and were already either advocating for them with their
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chosen high school setting, or working with their child to develop coping skills which would help
them to manage the high school environment. These parents had worked hard to find a supportive
setting for their child for primary school and felt that they were once again advocating for their
child’s special needs in order to access secondary schooling. There was a strong tone of
apprehension from all four parents regarding this transition. Only one parent mentioned life beyond
school, offering a best case scenario for her son’s future followed by what she described as a more
realistic picture of where she felt he may likely find himself.
‘He will end up being in some kind of retail role perhaps or something to do with
technology, but I do not think he will ever be living completely independently or having a
long term relationship. I can’t really see that happening at this stage, but you never
know. Hopefully at least he will have a part-time job and live with us or in some
supported housing arrangement as he gets older’ (Parent 25).

4.6 Summary
The findings from the survey responses and interviews provide rich detail on the views of a
group of parents. This study highlighted general challenges encountered by all parents of children on
the autism spectrum regardless of their educational setting. All parents reported how challenging the
education process was and how unprepared they were to handle the difficulties they encountered
searching for a suitable placement for their child.
The data also revealed specific challenges experienced by parents when they were required to
work with systems which lacked flexibility or members of school staff who lacked knowledge or
willingness to collaborate with them. Misunderstandings which developed seemed to be difficult to
resolve due to various types of misinformation around autism as a condition. Many times these
misunderstandings remained unresolved and resulted in fractured relationships and removal of the
child from the school.
Geography also seemed to be a significant consideration, as those closer to capital cities were
generally more satisfied with educational provision in their area than those living in more regional
and remote parts of Australia. Just how to resolve the inequity inherent in the huge distances
between cities across such a large country is another challenge.
The results of this study will be discussed in more depth in chapter five, including possible
implications and recommendations for practice.
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Chapter 5 Discussion
5.1 Introduction
This study has highlighted the potentially precarious nature of schooling for students with autism,
the experiences of parents as they negotiate their child’s schooling and some of the strategies they have
developed. In particular it was clear that there was no easy or definitive path for parents to follow, rather
from their experiences that each parent must forge their own path. Many of the decisions parents made
were reactive as they choose strategies to navigate this very uncertain space.
The following section looks in more detail at the findings in relation to the specific issues
discussed and how these findings relate to previous research in this area.

5.1.1 Placement
The parents who responded to the survey appeared to be accessing mainstream educational
settings, but it did not become clear until interviews were conducted with a number of parents, that they
felt constrained in answering the placement question on the survey by the fact that there were only three
options for response on the survey instrument: mainstream, distance education or home schooling. The
parents in interview spoke of specialist settings they were accessing including autism specific schools and
classes and specialist part-time schooling options which were not options in the survey. Because their
child attended school each day they chose the mainstream thread of questions. It is particularly
interesting to note that this group of families accessing specialist provision were all families who resided
in capital cities where specialist provision was available, and were all in the ‘satisfied’ group of parents.
For those parents in more regional and rural areas who indicated they did not have specialist provision,
finding a ‘best fit’ environment for their child was more challenging. They spoke of their child not fitting in
at their local school/s and feeling compelled to take them home after experiences of social exclusion,
bullying and misunderstanding by the staff. While these parents indicated that they have no regrets about
removing their child from school, they would certainly prefer to have them in school if there was a
suitable setting available for their child.
Each year the number of educational options for parents of children on the autism spectrum
expands. There is a growing awareness of the needs of students on the spectrum and their parents and
opportunities are growing. The breadth and depth of this growth however is not uniform or systematic
and tends to occur in areas where parents advocate in larger numbers for the rights of their children or
where passionate educators commit to improving the lives of those on the spectrum and their families.
This results in uneven access to services for some families, especially those outside the metropolitan cities
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in each state. Some of these families were able to make the best of the services on offer with full or part
time attendance at their local school, while others found that their child was not able to access what was
available locally, and sought out distance education or home schooling options. While the education
departments in each state strove to monitor these students through enrolment in distance education or
registration as a home-schooling family, this process was not comprehensive or systematic. Families often
were lost from any systemic accountability or transparency and many struggled, at least initially, until
they found a local support network.
The tendency to become alienated from mainstream education can be compounded by educators
who are generally unsupportive of parents’ decision to take their children home (Hurlbutt, 2012;
Rothermel, 2003). Rather than school and home working together, parents felt that by taking their child
home they were severing any relationship they may have had with educators in their local school. JindalSnape et al., (2005) advocated a far more fluid system of support, based in Bronfenbrenner’s mesosystem
level of support where outreach services to families linked home, school and other agencies and provided
practical collaboration and intervention to families for whom school was not currently an option.
Regardless of whether they were members of the ‘satisfied’ or ‘dissatisfied’ group of parents, each
one spoke of the future with concern, emphasising that even if their current setting was working well for
their child, secondary schooling was a stage they were still to negotiate. As their child was growing further
‘out of sync’ with neurotypical developmental stages many expressed fear that they would not find an
environment flexible enough for their child to access appropriate secondary schooling in line with their
strengths, abilities and needs.

5.1.2 Diagnosis
The vast majority of parents whose child was mainstreamed, had informed the school of their
child’s autism diagnosis. For some reason the concept of diagnosis was linked in some parents’ minds
with the concept of medication. There appeared in the comments, both in the survey open questions and
in the interview comments, to be two distinct attitudes which mirrored the two sides of the medical
model Vs. social model of disability (deficit model Vs. strength based approach) (Steiner, 2011). One
group of parents felt that diagnosis had been helpful in them being able to access medication and
therapies for their child in order to change their behaviour and allow them to fit more successfully into
the classroom culture. Another group of parents (principally parents with their own diagnosis of autism)
argued that labelling their child led to a focus on deficits and weaknesses rather than a consideration of
the environmental changes which would improve learning for their child. Those parents who had chosen
to home-educate were the group advocating for a change in the environment, arguing that since bringing
their child home, they had been able to learn in a way that suited their strengths and abilities, resulting in
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enhanced self-esteem. The group of families whose children were in school argued that even if they
disagreed with the process of diagnosis followed by a search for medication and therapies for their child,
they felt they had no other alternative as their child had to function in the school environment and
needed help to achieve that goal.

5.1.3 Researching School Options
The majority of families with children in mainstream school indicated in the survey that they had
done some research into local schools prior to their child starting, but did not seem to be as emotionally
invested in the process as those who were home schooling their child and residing in regional and rural
areas of their state, perhaps because they realised that they had a greater number of options available to
them should a particular setting not work for their child. They did speak of asking questions about school
practices and policies, but seemed to realise that there was no ideal setting and that while their child was
happy to attend school, they would keep them in their current setting. Even if they were unsure whether
their child’s learning program was ideal, their child’s happiness and willingness to attend as well as the
sense of belonging they felt as a member of the school community seemed to be the more important
considerations.
Positive school climate appeared to best predict student wellbeing for those with special needs in
mainstream schools (Lui et al., 2017). Parents who spoke of intense questioning of school staff seemed to
have two principle foci for their questioning; the school culture and the attitudes of the staff. This is born
out in research by Horrocks et al., (2008) which concluded that the greatest likelihood of successful
inclusion was when the principal demonstrated a practical commitment to social inclusion as well as a
belief in his/her teachers’ ability to differentiate curriculum to accommodate students’ special needs.
It is when parents felt that the message they received verbally at enrolment was then not what
they experienced in practice that they became disillusioned with a particular school setting. The
misunderstandings often occurred when schools focused on academic outcomes as the principle task of
school and communicated this to parents without realising that for parents, academic outcomes most
often came in as their second priority, overridden by the social and emotional wellbeing of their child
(Petrina et al., 2015).

5.1.4 Child Level of Happiness
All home-schooling and distance education parents responded positively to the survey question
regarding their child’s level of happiness. The responses for those in mainstream schools were more
varied. Most reported that their child was happy but there were also reports of unhappiness and
uncertainty.
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No parent reported having removed their child from school because the academic program was
unsuitable. All spoke of social and emotional challenges being the reason for their decision. The stories
largely reported anxiety issues resulting in behaviours both at home and at school that were difficult to
manage, followed often by responses to that behaviour which made the situation worse. Many parents
spoke of persevering until they reached a crisis of harm or anticipated harm to their child.
This crisis resulted in some parents bringing their child home to teach them there and for others it
led to the search for another school setting for their child. Parents reported that it took quite some time
for their child to recover emotionally from a difficult school situation. Parents on the spectrum
themselves spoke of the emotional challenge of the school environment noting that they also found
school environments difficult to manage short term but impossible for them to manage over longer
periods of time. Mainstream children leaving one environment and moving to a new school also seemed
to take time to recover and settle. Those who had successfully made a move to a more suitable school
reported that the morning routine was their strongest indicator of success. Rather than resistance to
preparing and travelling to school each morning, these parents reported willingness to dress and pack
their bag, and a happy child arriving at school each day.

5.1.5 Parent/School Communication
Parent expectations of teachers were high when they first had contact with schools (Schultz et al.,
2016). Ongoing contact with teachers and principals resulted in this expectation moving closer to reality.
Teachers were not the experts in autism that parents expected and disappointment was often the result
of discovering the reality of the situation (Park, 2015; Starr, & Foy, 2012). This disappointment had a way
of stalling the collaborative process (Stoner et al., 2005). Every parent who responded to the survey
indicated that they were committed to building a collaborative working relationship with their child’s
teacher. The parents who were interviewed spoke about their desire to be a valued partner in the
process (Whitaker, 2007). A number of parents spoke about how they had removed their child from
situations where they did not feel valued or where teachers had refused to communicate with them.
A number of parents with important concerns or helpful feedback felt silenced by school staff who
would not take their calls or agree to meeting times. Sucuoglu & Bakkaloglu’s (2016) study of
parent/teacher dyads suggested that teachers may in fact be oblivious to the degree to which parents
wished to contribute collaboratively to their child’s classroom. Teachers in the study evaluated their
collaboration with both parents of disabled and non-disabled students in their classes as equal, while the
parents of disabled students felt that their relationship with their child’s teacher was poorer than those
parents of students without additional learning needs.
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Parents were most frustrated by situations where a teacher failed to take the opportunity to make
a small change to the classroom environment that had the potential to make a large change in the
situation for their child. Acknowledging that they understood how hard teachers work and how difficult
the job of teaching is, they also took seriously their responsibility to advocate for their child and became
frustrated with a lack of any action after being told that the school had a collaborative approach to
inclusion (Zablotsky et al., 2012; Benson et al., 2008). Parents in interviews confirmed what had been
found in previous studies of parent/teacher collaboration which was that parents felt they were only
welcomed by the school for those aspects of the process which were procedural, such as the preparation
of the student IEP (Benson et al., 2008; Spann et al., 2003). Schultz et al., (2016) confirmed that parents
were generally correct in this belief as teachers reported believing that parents had specific roles to play
around input into preparation of the IEP and working on their child’s social skill development. Parents
reported in the interviews feeling that this kind of collaboration was false and simply for show, explaining
further that commitments made by staff in the IEP preparation meetings later went unactioned, and
because IEP goals were still unachieved, the same goal was included in the next IEP six or twelve months
later. However, it was generally not difficulties around programming which prompted a parent to remove
their child. Parents indicated that child safely and ongoing breaches of duty of care were usually the
points of crisis which resulted in their removing their child from a school especially if their concerns
continued to go unheeded or unacknowledged.
Those who had found a suitable school for their child indicated that they were spoken to differently
in their new setting. They spoke of feeling respected by their child’s teacher, that they were heard and
listened to. The parents confirmed the contention of Majoko (2017) that this kind of positive
collaboration came down from the top with a strong commitment to true inclusion by the principal, and
whole school programming to support this. This commitment led to ongoing professional development,
improved staffing, collaborative goal setting and open, honest and kind communication, where working
with staff at their child’s school is ‘just like having a conversation’ (Parent 16).

5.1.6 Educational Accommodations
The online survey showed a full spread of responses regarding individualisation of student
curriculum, but failed to ascertain whether the accommodations offered were sought after and
appreciated and whether there was a need for modifications to curriculum that were not being offered.
Kurth & Mastergeorge’s (2012) study reported that it was the curriculum already on offer in the particular
setting which established the level of challenge and not the individual child’s needs. Parents would prefer
not to have to choose between mainstream and special school settings as their two options as neither
seemed to be a good fit. They preferred a mainstream environment for all the benefits, but needed
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flexibility in order to access these benefits (Leyser & Kirk, 2004). Parents spoke of that phenomenon in
their interview responses, indicating that they chose their child’s setting based on what level of
curriculum was already on offer and whether they felt it was pitched at their child’s level of ability.
Parents sought settings where they felt staff were able to be flexible with curriculum and school
programming (Majoko, 2016a), but seldom found what they are looking for. A number of the ‘satisfied’
families interviewed felt that they had found such a setting for their own child which included smaller
class sizes, a reduced number of day-by-day transitions, trained paraprofessional staff, and patient,
compassionate teachers.
Annual progression through the levels of school presented ongoing challenges, even to those
families happy with their child’s current placement. All parents spoke of the different expectations with
the annual change of teacher (Renty & Roeyers, 2008; Stoner et al, 2005) as well as the maturational
expectations as their child moved into secondary schooling (Starr et al., 2006) noting that their child
seemed to become further out of step with their peers as they moved through their schooling.
The ‘dissatisfied’ parents who were teaching their child at home, agreed with findings by Reilly
(2007) that initially it was very difficult to provide appropriate curriculum for their child, but that through
trial and error, they felt that they had moved from undifferentiated programmed curriculum packages, to
a far more individualised and flexible program which catered to the specific needs of their individual child.
These parents spoke in detail of how they were thinking ahead in terms of what skills their child would
need to move successfully into the next phase of their life and were working on assisting them to gain
these skills in anticipation of the future.

5.1.7 Prior Unsuitable Placement
Most of the families who completed the survey had experienced an unsuitable placement and
either moved their child to another school, or commenced educating them at home. As reported earlier,
this move was never the result of inappropriate curriculum or lack of educational accommodation. In
each case the move was triggered by mental health concerns resulting from social and emotional trauma
which was not being resolved by communication with the school.
Hurlbutt (2011) and Lilley (2015) both reported that parents in their studies, after one unsuitable
placement tended to access more segregated settings or commence home educating their child rather
than moving their child to another mainstream setting. The interviewed parents who were ‘satisfied’ with
their child’s school setting were all aware of how fortunate they were to have found a school which met
their child’s current needs, sharing stories of numbers of their friends in similar situations who had not
been able to find appropriate placements. The key differences they spoke of in the new setting were
predominately a different attitude to their child which they attributed to greater understanding of autism
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as a condition, followed by a greater willingness to collaborate with them. Thirdly they mentioned smaller
student/adult ratio in the new setting as a critical factor in their decision.
For those who had accessed early childhood intervention programs, the subsequent breakdown of
their child’s first primary placement seemed to be particularly difficult to accept. As the transition process
had been a collaborative one over a number of months or terms they took some hope that their child’s
needs could be met by the schooling system. These parents spoke of losing hope at the point where the
attitude of the mainstream teaching staff changed toward them and/or their child and the commitment
to collaborate with them ceased.
The decision to remove their child was certainly not one made lightly. For those who chose not to
re-enrol in another school, any success they felt they had achieved in the educating of their own child at
home was bittersweet (Kidd & Kaczmarek, 2010), as they admitted they would have preferred not to have
had to take that step of home-schooling if there had been any other viable alternative (Arora, 2006).
However many were philosophical that understanding of autism was continually growing and pointed to a
time when parents like themselves would be able to access appropriate mainstream schooling for their
child on the spectrum.

5.1.8 Parent Level of Happiness
Comments from parents in interviews around their level of happiness included the consideration of
family financial provision. Of those whose child attended mainstream school one factor in parental choice
was ensuring that there were sufficient funds to pay for additional supports and therapies as needed.
These parents realised that they were unlikely to be satisfied with the level of provision offered through
their school enrolment (McDonald, 2014). These parents’ concern with home-schooling was the need for
one parent to give up their career to stay home which reduced the family income. Some parents however
still spoke about the dilemma of earning sufficient to provide, which then kept them away from their child
and stopped them from having the amount of time with their child that they would have chosen. In
contrast, while those families where one parent was teaching the children at home were aware that they
had reduced financial security as a result of their decision to home-school, none of this group reported
regret for their decision, indicating that they were able to justify their decision based on the benefit they
had seen in their child’s improved social and emotional wellbeing.
Of the survey respondents two thirds of the parents of mainstream students were happy with how
their child’s needs were being catered for. Parents in the ‘satisfied’ group were asked how they knew
whether their child’s needs were being catered for. They indicated that the respectful way they were
being treated by well-educated staff (Starr & Foy, 2012; Jackson Brewin, Renwick, & Schormans, 2008;
Whitaker, 2007) in their current school contributed to their level of happiness and reduced their level of
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anxiety in relation to their child’s school experience. These parents also believed that additional training in
autism as a condition had resulted in a staff focus on their child’s social and emotional needs (Byrne,
2013). After such training teachers became more aware of their need to assist students to develop
meaningful friendships (Petrina et al., 2015; Bitterman et al., 2008; Jackson Brewin et al., 2008; Whitaker,
2007; Spann et al., 2003). Parents appreciated teachers who focused on social inclusion and provided
specific instruction to reduce bullying (Starr & Foy, 2012; Whitaker, 2007). Parents who had experienced
other settings where they felt that staff focused exclusively on academic goals, indicated that their child
had struggled to make friends and often experienced greater amounts of bullying and larger numbers of
suspensions and exclusions from school. For this reason parents felt that academic achievement, while
important, came after their child’s social and emotional wellbeing as the critical concerns for them (Benz,
Lindstrom & Yovanoff, 2000).

5.1.9 School Response to Challenges
The parent responses to the survey question regarding how school staff responded during times of
challenge indicated a degree of uncertainty. While 61% were confident that their child was treated
appropriately there were still 39% of parents who were undecided. Often parents relied on third party
reports of how such challenges played out and may have been uncertain as to exactly what did happen.
There were a number of references made in the parent interviews to their child being described as
‘naughty’ either in words used to the child, or in describing the event to others. Use of this word
demonstrated a lack of understanding of emotional overload and the resulting meltdown as an emotional
response rather than a behavioural tantrum (Grossman & Aspy, 2011). Without this critical understanding
it was unlikely that an adult would respond appropriately to the behaviour. Parents contended that it was
impossible for them to attempt to address this misunderstanding once the problem had developed into a
conflict situation. The solution proposed by a number of the parents was to ensure that teachers were
trained in working with students on the autism spectrum, not simply at university, but also in a practicum
placement.
Parent responses when asked how they were treated by staff when their child’s behaviour was
challenging indicated a lower level of satisfaction. While 55% were satisfied with how they were treated,
there were 45% who were either uncertain or dissatisfied. Parents who spoke positively about their
treatment indicated that the school communicated by words and/or actions that the difficulty was ‘our’
problem to solve. They appreciated the collaborative response and a willingness to listen without blame.
The parents who spoke negatively, indicated that the school communicated by words and/or actions that
the difficulty was ‘your’ problem. These parents were often called and asked to pick up their child from
school. While they were willing to do that, they spoke of not being engaged by school staff around finding
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a solution. There were often environmental changes or removal of triggers which they felt could have
extinguished the behaviour and the ongoing need for them to pick the child up from school, if the staff
had been willing to collaborate on a solution to the problem.

5.1.10 Parent Satisfaction with Outcomes
The survey results indicated that while three quarters of the mainstream parents felt that their
child was learning to capacity, a quarter were dissatisfied with their child’s school achievement. They
were aware that their child’s education journey would not be smooth. They spoke of continuing to remain
hopeful that they would find educators who were committed to assisting their child to maximize their
language and communication abilities. The distance education family was satisfied with their child’s level
of achievement.
The home educating families all indicated that they felt that they were the best person to teach
their child by virtue of their understanding of their child’s needs and their commitment to seeing their
child maximize his/her potential. It had taken them significant time to personalise their child’s learning
program to meet their needs and they were very aware that the non-traditional process that they were
using was not possible to achieve in a school setting. They spoke with pride about even small increments
of academic improvement.

5.1.11 Future Schooling Options
The majority of those families schooling their children at home indicated in the survey that they did
not plan to send their child back to school, despite the fact that they had not intended to home-school
their child until they were unable to find a suitable school. They indicated that they may have to rethink
their options when their child reached secondary school age depending on what their child wanted to
pursue as a career. They felt that secondary school would always be a part time option only and hoped
they would be able to access a high school that could accommodate some flexible enrolment options.
When asked what kind of future they saw for their child, the interviewed parents gave two quite
different responses, one expressed with some certainty and the other delivered with greater
tentativeness. Parents described their best case outcome, which they prefaced with reference to their
child’s untapped future potential. They followed with what they felt was a more realistic option,
described with far greater confidence. They were very aware of the challenges that would need to be
overcome in order to move from their realistic goal to their best-case goal, but were encouraged in this by
presentations they had attended and biographies they had read written by members of the autistic
community who had achieved far beyond the expectations others had had for them as children.
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5.2 Study Limitations
The use of three different threads in the online survey proved to be limiting and in some sense
misleading as the terms ‘mainstream school’, ‘distance education’, and ‘home schooling’ are not discrete
and do not represent the situation for many families who completed the survey. The inclusion of a fourth
thread specifically for families with students in autism specific schools would have enriched the
quantitative data collected and allowed for more focused questioning regarding these specialised and
targeted educational settings.
It became clear as the study progressed that while the diagnosis of autism linked all the participant
children together, the huge variation in the presentation of autistic characteristics made it difficult to look
at schooling provision for the group as a whole. Some students needed little curriculum support, while
other students were accessing heavily modified and individual programs. It was not possible with such a
small study to describe the provision of educational accommodations. This process would have involved a
closer look at individual students’ learning needs beyond the scope of this research.
As has been noted previously, the results of this study were not generalisable across
populations because of the small sample size, but provided a snapshot in time of a small subset of
the population under study.

5.3 Summary
Despite the fact that some educators have managed to embrace the unifying power of valuing
difference and diversity, this is by no means a universal experience for the parents who participated
in this study. While it is a wonderful goal, and one implemented positively in a number of local
contexts, education as a whole has some significant distance to travel in order to claim that schools
are places where difference is valued and celebrated. At the point in time when it can be claimed that
school environment is routinely open to change to meet the needs of the child, rather than the child
being expected to change to meet the requirements of the environment, schools will become more
welcoming to children on the autism spectrum. Parents will then no longer feel the need to choose
between medicating their child so that they are better able to fit into the classroom environment or
alternatively, removing them from the school and educating them at home.
The notion of school climate that values difference, is one characteristic of school community for
which families actively search. Many school leaders seem to understand the need for this type of school
climate and are able to speak about it convincingly. Parents contend though that it is more challenging to
demonstrate equity and inclusivity than it is to speak about it, and far more important. Schools need
assistance developing their skill repertoire for true inclusion with populations of students who challenge
the status quo. It is foolish to claim to be inclusive if only those who are alike feel a sense of belonging.
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The voice of any principal who has had success including students with challenges has some credibility as
far as parents are concerned and gains a reputation for practicing true inclusion. These are the school
leaders highly sought after by parents of children on the autism spectrum.
According to the parents who participated in this study, the key difficulty their child experienced
settling into a mainstream school setting was the lack of understanding of the core sensory and
communication challenges of autism. School personnel who understood sensory overload and difficulties
with both receptive and expressive language responded to challenging behaviour far more respectfully
and appropriately than those who interpreted challenges as ‘being naughty’. Information about the core
characteristics of autism and the way these characteristics present for children at school is critical for all
school personnel likely to encounter a child on the spectrum. Respectful treatment is the right of all
individuals and not simply those whose neurology allows them to conform to conventional behavioural
norms. This understanding of autism, according to the parents, changes everything for them as it not only
allows them to feel understood and appreciated, but also means that when behavioural challenges do
arise, the search for a solution is mutual and collaborative, rather than the attribution of blame or a sense
of disapproval felt by the parent.
The ability of all educational stakeholders to work together for the benefit of the child is considered
best practice, but it is impossible to collaborate successfully without sharing common understandings. It
would appear from both cited research and parent interview data that a lack of common understanding is
more likely to be the foundation of miscommunication and relational difficulties between school staff and
parents than anything more personal. Parents came to the relationship with one set of understandings
and beliefs and the school staff another set. Assumptions often were that knowledge is shared, but
because of the degree of misinformation in the community generally, and the education community
specifically, without clarification and professional development, it was not surprising that preconceived
ideas from either side quickly and easily derailed collaboration and undermined a strong working
relationship. It is very challenging for an educator to work well with a parent who is requesting
accommodations and modifications to curriculum and the classroom environment for their child when
there are twenty-five other children who are equally entitled to an appropriate education, especially
when the particular child is one of the students who stretches the teacher’s repertoire of skills and
resources. Frank and kind communication from all stakeholders, taking time to establish individual roles
and reasonable expectations for working together is an essential first step. This process is likely to be even
more successful if modelled and encouraged from the top by the school principal and other members of
the leadership team in the school.
It is certainly not true that the implementation of the above initiatives in local mainstream schools
would make them suitable placements for all children with an autism diagnosis. The need for specialist
environments with tailored provision is vital for some students. Parents of students with limited
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expressive language found accessing suitable school settings very difficult, especially those in more
regional and remote parts of the country. Often there simply were no local settings with trained staff
who were able to assist their child to access the curriculum, and they felt they had no alternative but to
educate their child themselves. Provision of specialist staff in schools outside the capital cities is an issue
of equity and social justice which would improve outcomes for families where currently only one parent is
able to work while the other home educates. Limited income results in insufficient funds to access
therapy services privately, which for those who live remotely, often requires significant amounts of travel
time to access.
Autism-aware and accepting school settings would likely reduce the number of families feeling
compelled by their child’s anxiety to take them home to educate them, as the feeling expressed by
parents was that they would certainly have preferred to have their child in school if a suitable school had
been available locally. A suitable school is one with a focus on social inclusion through the reduction of
bullying and proactive development of social competence and friendship networks between all students.
This is not a secondary or less important goal of education for parents with students on the spectrum. It is
a primary concern, even in some cases a higher priority than academic achievement.

5.4 Recommendations for future research
Families currently taking responsibility for the education of their children at home are a group most
in need of formal support and encouragement. Many access this support through informal networks but
there is no guarantee that these groups of other parents provide the accurate and quality educational
advice that these families need. Having felt let down by the system they may be reluctant to seek out
help from education professionals formally, but if links could be maintained with their local primary
school for encouragement, advice, resourcing, sport, extra-curricular activities and accountability,
children and families would benefit. A British model of ‘Resource Provision Schools’ outlined in a study by
Hebron & Bond (2017) is one worth investigating locally.
Secondary schooling was a future concern already in the minds of the parents who were
interviewed for this study. Discussing hypothetical future educational opportunities is interesting, but
more informative would be the opportunity to conduct similar phone interviews in approximately five
years’ time when these children are secondary school students. A comparison between the actual
situation and the parental expectation from five years previous could then be made. It would be
encouraging to find that educational policy had embraced the flexibility of provision that parents were
hoping to find, although a number of parents mentioned that they did not have high expectations that
the system would have progressed enough to be able to accommodate their child’s particular needs for
secondary schooling. It would be interesting to see if secondary schools were able to create unique
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learning pathways for these students by developing their special interests as a starting point. A significant
number of adults on the spectrum have found ways to use their special interest as the basis of their
career, suggesting that a focus on a student’s special interest could also provide a basic structure for an
individual secondary school learning pathway.

5.5 Conclusion
Information we are learning from research into how autism is experienced by individuals is
expanding rapidly. It is clear however, that this information is trickling far more slowly into educational
policy and practice. Equity of provision will only be possible when schools understand the condition of
autism and how it impacts on individuals. Advocating inclusion without knowledge is foolish and has
resulted in significant misunderstanding in the past which continues in many places into the present.
Without equitable provision, educational outcomes for students on the autism spectrum will continue to
be compromised and result in lower rates of employment, economic and social participation than that
experienced by groups of individuals with other disabilities.
Parents are a key stakeholder group accessing educational services for their children and have
strong opinions and beliefs about how schools and educators could provide a more accessible and
fair provision for their children on the autism spectrum. Parents can inform us about the way they
and their child experience what is occurring in the education space currently. These attitudes focus
largely on how services are delivered rather than what is being offered for their child. They report
having been excluded, misunderstood, ignored, and silenced, largely as a result of misunderstanding
of themselves and their child. They report inclusion as a policy requirement rather than a cultural
mandate in schools, leading to a good deal of hardship and hurt. Many parents speak of the need for
schools to catch up with research through the accessing of professional development programs for
school leadership and teaching staff, not just as a credentialing requirement, but based in a genuine
attempt to provide equitable educational provision for all children capable of accessing mainstream
education.
In schools where this brand of education is available, parents report high levels of satisfaction
and appreciation, as they realise from their own experience of raising a child on the autism spectrum,
just how challenging it is to provide services which cater flexibly for children with such unique needs
and difficulties. They also speak, often with emotion, about members of school staff who share their
own hopes and dreams for the future achievements and career outcomes for their child and work
tirelessly to see these come to fruition.
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Appendices
1. Parent Email Template

Mater Hospital HREC No: HREC/14/MHS/122
LASA HREC No: EDN/76/14/HREC
Masters (GU ref no: 2016/789)
Dear ________________
Thank you for contributing to my research project by completing my online survey of parent
perceptions around accessing an appropriate educational setting for their child with autism. I have
really learned so much by reading all the helpful comments and opinions offered by parents. I am
particularly interested in your perspective regarding your child’s experience of schooling and wonder
whether you would be available to chat further on the phone with me at a mutually convenient time
about your experience and insights. I am planning to keep the conversations to about 30 minutes as
I realise that your time is precious.
Could you please indicate in a reply email a couple of dates and times that would suit you
best? I would like to complete the phone interviews by the end of this month and have opened up
my availability to allow me to be flexible. I will also send through an informed consent document
which I would appreciate you signing and emailing back to me prior to our phone conversation. I am
happy for you to nominate times each day between 8.30am and 8.30pm that would work best for
you. I will get back to you with one of those so that we can lock in a time. When we have done that I
will send through another email indicating the topics I’m interested in chatting about so that you can
have a think about those opinions you feel would be important to share with me around those
topics.
Thank you again for your help. Please do not hesitate to contact myself or my supervisors if
you have any questions. I appreciate how difficult it is to carve out free time to participate in a phone
interview and I want to thank you for your contribution in advance.
Yours,
Sue Taylor

Professor Jacqueline Roberts

Dr Helen Klieve

Masters of Education and
Professional Studies Researcher
Griffith University

Inaugural Chair of Autism

Lecturer in Research
Methods

0407 640 876
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2. Parent Information Sheet
Parent Information Sheet
(GU ref no: 2016/789)
The following is a detailed summary of what your involvement in this research would entail. Please
read through this information and contact us (details below) if you have any questions or would like
further information. Please also remember that the process outlined here forms part of the larger
study for which you previously received information. If you would like another copy of the
information sheet for the overall study, please let us know (details below).

Who is conducting the research?
This research is still led by Professor Jacqueline Roberts at Griffith University (Ph. 07 3735 5630 or
email: j.roberts.@griffith.edu.au). Professor Roberts is Chair of the Autism Centre of Excellence at
Griffith University. This research will include the involvement of a new member of the research
team: Susanne Taylor at Griffith University. As noted in the email you will have received, Susanne
will work on this research as part of her Master of Educational and Professional Studies at Griffith
University. She is very interested in the challenges of educating children with autism and is also a
person on the autism spectrum.

Why is the research being conducted?
We are following up families of children who have asked us not to contact their child’s school,
families who are home schooling their child and families whose child is enrolled in school who have
given us permission to contact their child’s school to invite them to participate in this project. We are
hoping to better understand the choices parents make and would like to ask you about your child’s
schooling and your relationship with your child’s education provider if they have one. We would like
to study the factors that play a part in gaining access to successful education provision for children
on the autism spectrum and the unique challenges families and children encounter in schooling
because of their autism. Based on anecdotal evidence that children with autism experience school
differently from other children, we are very interested in hearing from you and other parents.

What will you be asked to do?
There are two parts to participating in this study:
1. We would ask you to complete a short online survey about your child’s current educational
setting, the situations which have led to your current choice, positive and negative features
of the current situation, and your views regarding your child’s schooling that will help guide
and inform the interview. The survey will take approximately 5 – 10 minutes to complete.
2. We would then arrange a time to complete a phone interview about the schooling process.
In particular, we are interested in hearing about any changes in your child’s educational
provision, your reason for making those changes and what you feel is working well or not so
well at this current time. You would be welcome to tell us anything that you feel is relevant
to the topic, and to share as much or as little as you would like to. The interview would take
approximately 30 – 45 minutes, and be scheduled for a day/time that is convenient to you.
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What are the expected benefits of the research?
We do not expect that there will be any direct benefits to you or your child as a result of participating
in this follow up study. However, we do expect that the findings will contribute important
knowledge about the challenges of schooling for children with autism that will be relevant to
parents, teachers, clinicians and researchers. By hearing about your experiences, and those of other
parents, we also expect to identify strategies for better supporting children and families during the
transition to school and then through the various stages of school that we will look to test in future
studies.

What are the risks to you?
We do not foresee any major risks to you in participating in this study. However, if your child’s
school experience has been difficult, we understand that talking about this could be difficult.
Therefore, we would encourage you to share only as much information as you would feel
comfortable sharing. We hope that sharing your experiences will be a positive experience and help
us, teachers and other parents to understand the experience of supporting children as they make the
transition to, and then through, school. In the event that participation in the study does raise some
issues for you or causes you to feel distressed, please be encouraged to contact Lifeline on 131114 or
Beyond Blue on 1300 224 636.
You will receive the interview questions in advance also to ensure you are informed about all topics
that may be covered. You can choose to edit this if there are any sections you would like not to
discuss. To ensure that you are happy with the information collected in the interview, we can
provide you with a copy of the transcript that you can then edit as you see fit, prior to us using it in
the research.

Your confidentiality?
We plan to publish and present the findings of the research so that they can be used to improve the
educational situation for families in the future. Your confidentiality and anonymity will be
maintained and no parent, child, teacher, other person or school will be identified. As noted above,
you are welcome to read the interview transcripts before we use them in the study, and make sure
you are happy with the content. Please contact the research team if you would like to discuss this
further.
Audio recordings, de-identified transcripts and analysis of the interviews will be stored on password
protected computers belonging to the research team, with any hard copies of documents stored in a
locked filing cabinet in Professor Jacqueline Roberts’ office. All data will be destroyed after five
years following publication of the study in accordance with Griffith University policy.

Your participation is voluntary
Your participation in the study is voluntary and you have the option to withdraw at any time
throughout the process without question or consequence. Participation in this study will in no way
affect any continuing relationship you and your child have with the LASA Research Project.

How do you participate?
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If you are willing to participate, please email the Project Coordinator Robyn Garland at
r.garland@griffith.edu.au.

How do I provide informed consent?
You have already provided informed consent for your child’s participation in the broader study
including your role in providing information about progress through the parent surveys you have
completed. The online survey will include an opening page which by clicking past will indicate you
having given informed consent, and prior to the interview you will again be asked to give consent to
the conduct of the interview.

Questions/further information?
If you have any questions about this study, please contact the Project Coordinator Robyn Garland on
r.garland@griffith.edu.au.

The ethical conduct of this research
Griffith University conducts research in accordance with the National Statement on Ethical Conduct in
Human Research. If potential participants have any concerns or complains about the ethical conduct
of the research project they should contact the Manager, Research Ethics on 3735 4375 or researchethics@griffith.edu.au.

Feedback to you
Opportunity for feedback will be provided at the end of the interview, and we can provide you with a
copy of a summary of the findings of the study.

Privacy Statement – non-disclosure
In accordance with Queensland Information Standard 42 (which applies where the data will be
collected or generated in an identified form and applies to human research conducted under the
auspices of the University), “The conduct of this research involves the collection, access and/or use
of your identified personal information. The information collected is confidential and will not be
disclosed to third parties without your consent, except to meet government, legal or other regulatory
authority requirements. A de-identified copy of this data may be used for other research purposes.
However, your anonymity will at all times be safeguarded.
For further information, consult the University’s Privacy Plan at http://www.griffith.edu.au/aboutgriffith/plans-publications/griffith-university-privacy-plan or telephone (07) 3757 4375
It is recommended that you retain this information sheet for your own records.

Thank you for considering this invitation to participate in this research.
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3. Print Version of the Online Survey
The survey objective is to give parents the opportunity to indicate the nature of the
relationship they have with staff at the school attended by their child on the autism spectrum.
My name is Sue Taylor and I am a Masters student working within the Autism CRC study of
home/school partnerships for families with a child on the autism spectrum. In an attempt to improve
how educators engage with families of children on the autism spectrum, we would value your
thoughts through the completion of this survey. This survey is completely voluntary and confidential.
Please note that should you enter your name and contact details at the end of the survey, no
identifying information will be retained with your survey responses. This questionnaire will take only
a few minutes of your time but will give the researchers valuable information about how you engage
with staff in your child's school. Thank you for your participation in this survey.
This research has received ethical approval through Griffith University (ref no:
2016/789). Information about the project is available through the Information Sheet available on the
university website. Your participation in this survey is taken as an indication of your informed
consent. If you would like any further information please contact either Ms Susanne Taylor
(sue.taylor@griffithuni.edu.au), Prof. Jacqueline Roberts (j.roberts@griffith.edu.au, Dr Helen Klieve
(h.klieve@griffith.edu.au) or the Manager, Griffith University Research Ethics on 373 54375 or
through email (research-ethics@griffith.edu.au).
There are 14 questions in this survey
Background Demographics
We would firstly like to find out a little about your family. Could you please answer the following
questions?
Geography
Where does your family live?
Please choose only one of the following:
QLD
NSW
Vic
SA
WA
NT
ACT
Tas
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Geography
Where is your home located?
Please choose only one of the following:
Metropolitan city
Regional town
Rural area
Gender
What is the gender of the child you are providing data for in this study?
Please choose only one of the following:
Male
Female
Other
Make a comment on your choice here:
School Data
Have you indicated your willingness for data to be collected from your child's school?
Please choose only one of the following:
Yes
No
ASD diagnosis
How many children in the family have a diagnosis of autism?
Please choose only one of the following:
1
2
3
More than 3
Family Composition
Please indicate the makeup of your family unit.
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Please choose only one of the following:
2 parents with dependent children
Father only with dependent children
Mother only with dependent children
Blended family (with or without stepchildren)
Extended family (3 generations)
More background:
We have asked a few questions about your background. However, we would like to further
understand your situation.
Is there anything else about you and/or your child's situation that you feel would be relevant
to this study?
Please write your answer here:
Your attitudes regarding your child's school experience
Could you now please indicate how you feel about each of the following statements by clicking
in the appropriate circle?
SchPlacement
Which of the following best describes your child's 2016 school placement?
Please choose only one of the following:
Full or part-time Day School
Distance Education
Home Schooling
Other
Parent Attitudes: A
Only answer this question if the following conditions are met:
Answer was 'Full or part-time Day School' at question '8 [SchPlacement]' (Which of the following best
describes your child's 2016 school placement?)
Please choose the appropriate response for each item:
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Strongly
Agree
agree

Undecided Disagree

Strongly
disagree

My child attends a registered primary school full
or part time.
My child's school has been informed officially of
their ASD diagnosis.
Before enrolling my child, I researched schools in
my local area to ensure a 'good fit' for my child's
needs.
My child is happy to go to school.
I strive to establish and maintain good
communication with key staff in my child's
school.
My child is currently working on a modified
educational program at school.
My child has moved schools in order to access
more appropriate educational provision.
I am happy with how my child's school caters for
their individual needs.
When challenges arise at school, I am confident
that MY CHILD WILL be treated fairly and
compassionately by the staff.
When challenges arise at school I am confident
that I WILL be treated fairly and
compassionately by the staff.
I believe that my child is currently working and
achieving to their individual capacity at school.
Parent Attitude - B
Gp B
Only answer this question if the following conditions are met:
° Answer was 'Distance Education' at question '8 [SchPlacement]' (Which of the following best
describes your child's 2016 school placement?)
Please choose the appropriate response for each item:
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Strongly
Agree
agree

Undecided Disagree

Strongly
disagree

My child is enrolled in a registered school of
distance education.
My child's school has been informed officially of
their ASD diagnosis.
Before enrolling my child, I researched different
distance education options to ensure a 'good fit'
for my child's needs.
My child is happy completing their set learning
tasks at home.
I strive to establish and maintain good
communication with my child's allocated
teacher/s.
My child's school has been willing to modify
curriculum demands to meet his/her learning
needs/preferences.
I have chosen distance education after one or
more unsatisfactory school placements.
I intend to return my child to day school at some
point if a suitable placement becomes available.
The distance education school has shown that
they are prepared to be flexible with attendance
at workshops, excursions and other on campus
attendance requirements.
I feel that the staff at my child's school
understand ASD as a condition requiring
educational accommodations.
I believe that my child is currently working and
achieving to their individual learning capacity.
Parent Attitude - C
Gp C
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Only answer this question if the following conditions are met:
Answer was 'Home Schooling' at question '8 [SchPlacement]' (Which of the following best describes
your child's 2016 school placement?)
Please choose the appropriate response for each item:
Strongly
Agree
agree

Uncertain Disagree

Strongly
disagree

My child is currently being schooled in the family
home with curriculum I have chosen.
I have researched curriculum options to find
what best meets my child's unique needs.
I have always intended to home school my child
and have never sent them to school.
My child is happy completing their learning tasks
at home.
I feel that home-schooling has been a 'forced
choice' because of my child's anxiety or other
mental health concerns.
I struggle to access curriculum materials that
meet my child's unique learning needs at home.
I believe that my knowledge of my child's needs
makes me the best person to teach them at this
stage of their schooling.
I intend to send my child to a day school at some
point if a suitable placement becomes available.
I find being my child's teacher stops me from
pursuing my own personal life goals.
I believe that my child is currently working and
achieving to their individual capacity.
I struggle to explain my choice to home-school
my child, to family and friends.
Parent Attitude - D
Please outline your child's current educational situation?
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Do they enjoy going to school?
How do you support them when they experience challenges?
Only answer this question if the following conditions are met:
Answer was at question '8 [SchPlacement]' (Which of the following best describes your child's 2016
school placement?)
Please write your answer here:
Final Comments
Are there any other comments you would like to make?
Comments
Please write your answer here:
Follow-up interview
If you are willing to participate in a follow-up interview for this study, please provide your
name and contact details in the boxes below:
Please write your answer(s) here:
Name
Email
Tel/Mob

Thank you for completing this survey. If you have any questions or comments about this research
instrument or the study of which it is part please call Susanne Taylor on 0407 640 876.

01.01.1970 – 10:00
Submit your survey.
Thank you for completing this survey.
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4. Informed Consent for Interview
Parent attitudes regarding the schooling options available for their primary aged children with
autism. GU ref no: 2016/789
CONSENT FORM

Research Team

School of Education and Professional Studies
Griffith University
Principal Supervisor: Professor Jacqueline Roberts
Contact Phone
07 3735 5630
Contact Email
j.roberts@griffith.edu.au
Supervisor:
Dr Helen Klieve
Contact Phone
07 3735 5925
Contact Email
h.klieve@griffith.edu.au
Student:
Sue Taylor

By signing below, I confirm that I have read and understood the information sheet and in particular
have noted that:


I understand that my involvement in this research will include participating in a short
interview/discussion about parent attitudes to the schooling options available to their primary aged
children with autism;



I have had any questions answered to my satisfaction;



I understand the risks involved;



I understand that there will be no direct benefit to me from my participation in this research;



I understand that my participation in this research is voluntary;



I understand that if I have any additional questions I can contact the research team;



I understand that I am free to withdraw at any time, without comment or penalty;



I understand that I can contact the Manager, Research Ethics, at Griffith University Human Research
Ethics Committee on 3735 4375 (or research-ethics@griffith.edu.au) if I have any concerns about
the ethical conduct of the project; and



I agree to participate in the project.

Name
Signature
Date
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5. Semi-structured Interview Guide
GU ref no: 2016/789
1 EXPERIENCE OF SCHOOL
Tell me about what school was like for your child. Positive experiences? Negative experiences?
Behaviour issues or changes in skill development? Child level of happiness/anxiety/sensory issues/
depression etc? Communication with school staff? Addressing issues that arose? Successful strategies to
get needs met? Impact of school issues on the family?

2 EXPERIENCE OF ALTERNATIVE SETTING
Tell me about your child’s schooling context at this moment. Positives? Negatives?
Any behaviour changes or changes in skill development? Child level of happiness/ anxiety/sensory
issues/depression etc.? Impact on the family? Positive? Negative?

3 ADVICE TO FAMILIES ABOUT ACCESSING EDUCATION/CHOOSING A SCHOOL
Suggestions for achieving a ‘good fit’ for a child with autism into a school? What worked? What
would you have liked for your child/you/family at the time?

4 ADVICE TO SCHOOLS ABOUT EQUITABLE WAYS OF INCLUDING CHILDREN WITH AUTISM
Suggestions for schools and teachers to improve the support available for a child with autism in a
school setting?

5 ANYTHING FURTHER YOU WOULD LIKE TO ADD?

Thank you for your participation. Any questions, comments or feedback please contact
sue.taylor@griffithuni.edu.au
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6. Schooling Alternatives by Australian State Reference List
https://www.homeschoolingdownunder.com/homeschooling-australia/homeschooling-queensland/
http://ppr.det.qld.gov.au/education/management/Pages/Enrolment-in-State-Primary,-Secondary-and-SpecialSchools.aspx
http://ppr.det.qld.gov.au/education/management/Pages/Distance-Education-Enrolment-Fees.aspx
http://education.qld.gov.au/studentservices/learning/disability/parentguide/tips/types-of-schooling/homeed.html
http://education.qld.gov.au/asd-online-resource-kit/families/school_options.html
http://www.theaustralian.com.au/life/weekend-australian-magazine/the-autism-explosion-in-australianschools/news-story/7b0b56a5f5c9f6525dedffc8d7f6e5d8
http://education.qld.gov.au/schools/strengthening-discipline/pdf/sda-full-report.pdf
http://www.boardofstudies.nsw.edu.au/parents/pdf_doc/home-edu-info-pack-13.pdf
http://www.schools.nsw.edu.au/rde/distanceedu/howtoenrol/
http://www.schools.nsw.edu.au/studentsupport/programs/disability.php
https://www.autismspectrum.org.au/school/aspect-schools
http://parentscouncil.nsw.edu.au/choosing-a-school-for-your-special-needs-child/
https://online.det.nsw.edu.au/schoolfind/locator/?do=sub_advancesearch
http://www.education.vic.gov.au/Documents/school/parents/primary/homeschoolingpartialenrolment.pdf
http://www.vrqa.vic.gov.au/registration/Pages/homeschooldefault.aspx
http://www.education.vic.gov.au/about/programs/needs/Pages/disabilityprogram.aspx
http://www.det.wa.edu.au/homeeducation/detcms/navigation/registration/#toc2
http://det.wa.edu.au/oneclassroom/detcms/portal/
det.wa.edu.au/policies/detcms/cms-service/download/asset/? asset_id=14550918
http://www.australiasnorthernterritory.com.au/Living/education/Pages/distance-edu.aspx
https://www.education.tas.gov.au/documentcentre/Documents/School-Enrolment-Procedures.pdf
https://www.decd.sa.gov.au/supporting-students/children-special-needs
https://www.education.tas.gov.au/parents_carers/schools-colleges/Programs-Initiatives/Pages/AutismSpecific-Programs.aspx
https://giantsteps.net.au/
https://giantsteps.net.au/giant-steps-melbourne
https://www.giantsteps.tas.edu.au
woodbury.org.au
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