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Abstract

The transition to school is a time of change and expectation for children, fami-
lies, and communities. It is also a time when a range of factors—both within
and outside the family—influence educational experiences and outcomes. This
paper reports the experiences and expectations of 24 Australian families as
their children with special needs started school. Life for these families was
complicated by their experiences of other factors described as complex sup-
port needs. Drawing on interview and case study data, we report issues and
concerns, and examine the supports available for these families and their chil-
dren across the transition to school. In analysing the data, we consider the
ways in which children’s special needs interact with the complex support
needs of families, and consider implications of this interaction as families
navigate access to support. We conclude that this interplay positions many
families in ways that reinforce, rather than reduce, the difficulties encoun-
tered.

The transition to school is an important time in the lives of children, their families, and school
communities (Pianta & Cox, 1999; Westcott, Perry, Jones, & Dockett, 2003). Families and
family support play important roles in both preparing children for school (Griebel & Niesel,
2002) and in providing continuity of experience (Pelletier & Brent, 2002). One of the key
factors in children’s successful engagement with school is family involvement. However,
family involvement varies considerably across different families, schools, and communities.
In particular, families described as having “disadvantaged” backgrounds tend to have less
involvement with schools than other families (Miedel & Reynolds, 1999). One consequence
is that while “parental involvement is a robust predictor of a child’s success at school...the
reality is that disadvantaged families are less likely to be involved and listened to in school
environments” than other families (Bernard van Leer Foundation, 2007, p. 4).

This paper recognises family—school connections as dynamic and influenced by a
range of social and cultural contexts (McTaggart & Sanders, 2003). It considers the ways in
which families described as having complex support needs, as well as the care of a child with
special needs, draw upon their own resources, experiences, and circumstances to support their
children during the transition to school.
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Three definitions guide this paper: transition; children with special needs; and fami-
lies with complex support needs. Our definition of transition to school is based on Rogoff’s
(2003) broad conceptualisation of transition across the life course as times in which individu-
als “change their role in their community’s structure” (p. 150). Educational transitions, such
as the transition to school, involve changes for children as they become school students and
changes for parents as they become parents of a school student. These changes bring associ-
ated changes in relationships, roles, and identities for all involved. In this paper, transition is
defined as a process, beginning before children start school when families start to make deci-
sions and seek information about school and extending beyond the actual start of school until
children and families feel comfortable at school (Dockett & Perry, 2007).

In this paper, we use the New South Wales Department of Education and Training
(2010) definition of special education needs to refer to children with learning difficulties, a
behaviour disorder, and/or a disability. We recognise that there is considerable variation not
only in the nature of children’s special education needs, but also the severity of the issues
faced by children and their families (Goelman, 2008). One consequence is that the collective
term, children with special needs, cloaks considerable diversity.

Families with complex support needs can be variously described as families at risk, or
who are vulnerable or disadvantaged. These families often experience “multiple problems,
which might be problems for the parents, for the children, or for the whole family. Examples
of problems include problems relating to housing, finances, ill health, childcare, substance
abuse, family violence and abuse, poor educational outcomes, truancy” (Katz, Spooner, &
valentine, 2007, p. 33). While acknowledging that such families face challenges, the term
complex support needs offers two advantages over other terms. First, it suggests that prob-
lems, once identified, can be overcome. Second, it considers the interaction of problems both
within the family and outside the family. We draw on the terminology of complex support
needs as a means of promoting strengths-based approaches to working with families. In our
experience, this terminology also promotes ongoing questioning of how families are posi-
tioned, and position themselves, as they experience the transition to school. The theoretical
underpinnings of strengths-based approaches to working with families emphasise family
strengths as well as needs (Cowger, 1997). In this approach, families are regarded as experts
on their own lives and, with support and assistance, capable of identifying and making posi-
tive changes to their lives (Munford & Sanders, 2003).

Much of the discussion around transition to school focuses on children’s readiness
(Boethel, 2004). While attention to child factors only—as opposed to consideration of these
in relation to family, community, and school factors—represents a limited conceptualisation
of readiness (Dockett & Perry, 2007; Farrar, Goldfeld, & Moore, 2007), it is certainly the
case that children’s skills and abilities influence their transition to school. In general, children
from families with complex support needs and children with special needs are described as
having lower levels of skill and ability than their peers who do not experience these condi-
tions (Sektnan, McClelland, Acock, & Morrison, 2010; Smart, Sanson, Baxter, Edwards, &
Hayes, 2008).

What happens at home and in communities impacts upon children’s transition to
school (Forget-Dubois et al., 2009). For example, experiences of poverty can have a negative
effect on children’s readiness for school and the ways in which they make the transition to
school (Hair, Halle, Terry-Humen, Lavelle, & Calkins, 2006). Within communities, experi-
ences of trauma or traumatic events, such as antisocial behaviour, substance misuse, or
violence and neglect, can lead to psychological as well as physiological effects (Shonkoff,
Boyce, & McEwen, 2009) that affect children’s engagement in education. Conversely, com-
munities that demonstrate strong levels of connectedness offer their members high levels of
social capital that both bind the community together and provide a bridge to other communi-
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ties (Putnam, 2000). Families with complex support needs often experience challenges at
both the family and community level. Such families may not feel well-placed to access sup-
port or to manage these challenges without assistance.

Our investigations of transition to school draw on ecological theory (Bronfenbrenner
& Morris, 1998) to emphasise the ways in which contexts, as well as the people within them,
impact on experiences over time. Ecological models situate responsibility for an effective
transition to school with all involved in the process. This broad view recognises that there are
many contributors to transition experiences and that the perspectives and expectations of each
of these contributors shape those experiences in some way. In these models, transition pro-
grams are opportunities for building meaningful and responsive relationships which form the
basis for ongoing interactions among children, families, and schools (Dockett & Perry, 2007
Rimm-Kaufman & Pianta, 2000). Increasing awareness of ecological perspectives within
educational provision for children with special needs is evident in some Australian contexts
(Ashman & Elkins, 2005; Petriwskyj, 2010).

Transition to School for Children with Special Needs

For many parents and children, the transition to school is a time of both excitement
and anxiety. When the transition involves children with special needs, anxiety can overwhelm
the excitement as parents are faced with decisions and encounter a number of barriers related
to their children’s educational futures (Janus, Kopechanski, Cameron, & Hughes, 2008). De-
pending on the context and the nature of children’s special needs, families make decisions
about the type of educational setting that will be best for their child and work their way
through or around barriers related to funding and support for their child (Janus et al., 2008).

Several barriers have been identified as impacting the transition to school for children
with special needs, including the availability of appropriate support, both in terms of person-
nel and resources (Valeo, 2003). Several studies report high levels of parent dissatisfaction
with the availability of school resources for their children, resulting in high levels of frustra-
tion (Hess, Molina, & Kozleski, 2006; Janus, Cameron, Lefort, & Kopechanski, 2007; Lake
& Billingsley, 2000), particularly with what seems like endless waiting: “waiting to see how
an impairment manifests, waiting for test results, waiting for vacancies to become available,”
in the knowledge that “their child is missing the window of opportunity for help” (Tudball,
Fisher, Sands, & Dowse, 2002, p ii). It is of particular concern for many parents that children
often start school without adequate support in place (Janus et al., 2008; Russell, 2003).

One of the major challenges in the availability of support is the discontinuity that is
often experienced as children move from prior-to-school services to schools (Carlson et al.,
2009). In a number of instances, support that has been available ceases, and new support is
dependent on further assessments and availability. Many families find their children back on
waiting lists. Rather than an unnecessary gap in support, professionals can regard times of
transition as opportunities for the review of service provision (Walker et al., 1988). However,
discontinuities can also lead to duplication of assessments, seemingly endless application
forms and requests, often with no apparent action, and more time waiting (Wolery, 1999).
Assessment processes themselves present challenges for families, as well as individual chil-
dren, particularly if they are surrounded by a lack of ongoing communication, are insensitive
to family experiences, or seem to lead to little action (Tudball et al., 2002).

A lack of communication among services often means children may experience little
opportunity to build on prior experiences. The role of providing links between services often
falls to parents who are expected to adopt the role of advocate for their child (Hess et al.,
2006; Wang, Mannan, Poston, Turnbull, & Summers, 2004). The nature and extent of the ad-
vocacy role for parents of children with special education needs can be both more complex
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and more challenging than the role required of most other parents (Ryan & Cole, 2009). Of-
ten, it seems to be that the active involvement of parents as advocates is required to ensure
that their children access appropriate support (Case, 2000; Duncan, 2003). This becomes par-
ticularly challenging for families who may feel isolated, marginalised, or who are also
managing a range of other challenges. For example, Breen (2009) noted the considerable fi-
nancial strain on families with a child with a disability and the additional impact of this for
those experiencing financial disadvantage. In addition, the time and commitment needed to
advocate for their children has implications for parents’ ability to engage in the workforce as
well as other activities.

While many parents adopt strong advocacy roles, they report dissatisfaction when
their knowledge of their own children and their expertise are not recognised or valued (Tud-
ball et al., 2002). Some parents report a sense of empowerment as they adopt advocacy roles;
others feel overwhelmed by the need to engage in what they describe as a constant struggle
for services or support (Hess et al., 2006). Successful transitions to school for children with
special needs require coordination of support and a sense that family and professionals are
working together.

It is recognised that multiple forms of disadvantage tend to go together for many
families. For example, families of children with special needs often also experience poverty
and associated challenges related to general well-being (Breen, 2009). Our investigation
sought to explore what happened across the transition to school for families with a child with
special needs, who also experienced complex support needs, through the following research
questions: (1) What are the decision points, issues, and concerns for families with complex
support needs as their children with special needs start school? and (2) What supports are re-
quired, available, and accessible for these families and their children with special needs
during the year before school and the first year of school?

Method

This project was located in the state of New South Wales (NSW), Australia. In NSW,
the school year commences at the end of January each year and concludes in mid-December.
Within the public school system in NSW, there is provision for children with special needs to
be enrolled in regular classes at their local school, support classes within some regular
schools, or special schools that cater for children with more severe disabilities (New South
Wales Department of Education and Training, 2010). Some independent schools also provide
programs for children with special needs. Enrolment in these different types of programs is
dependent on assessment of individual children and the availability of student places. Prior to
starting school, children with special needs can access a range of regular or specialist ser-
vices. These are available to varying degrees in different communities, but include preschool
and allied health services. Financial support for families to access these services comes from
several different state and federal government agencies whose roles encompass disability,
health, and welfare provision. In NSW, separate agencies administer prior-to-school and
school provision for children with special needs.

The research was undertaken in partnership with two organisations responsible for the
delivery of early childhood intervention programs for families. Participation in this research
was offered as an adjunct to involvement in existing programs to families who had a child
eligible to start school. While the researchers were not privy to specific information about
each family, family members disclosed a range of complex support needs encompassing
chronic poverty and/or unemployment, isolation (geographic, social, cultural), experiences of
violence/trauma, experiences of alcohol and/or drug misuse, and family members experienc-
ing mental health or dependency issues.
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Participants

Forty-four families (with 46 children starting school), from a number of geographi-
cally and socio-economically diverse sites across NSW, were engaged in the project over
periods ranging from 1-24 months. Of the 46 children starting school, 25 had identified spe-
cial education needs. These included autism, Down syndrome, developmental delays,
cerebral palsy, and problem behaviours, as well as various combinations of these and other
special needs. The families (23 mothers, 1 grandfather) of these children with special educa-
tion needs have contributed the data explored in this paper. Several other children were noted
by parents either to be waiting for, or already accessing, specialist services such as speech
therapy or physiotherapy.

Data Collection

Two forms of qualitative inquiry were utilised in this study: case study and grounded
theory. These approaches both name the method and frame the analysis. The principles of
grounded theory (Charmaz, 2008) provided the basis for the systematic and inductive genera-
tion and analysis of data. Alongside this, multiple case studies (Stake, 2008) were constructed
from the same data to facilitate understanding of the transition to school for participating
families and children through the comparison of cases. The selection of cases was purposive,
aiming to reflect the diversity of the sample as well as opportunities for intensive study. In
selecting cases, the aim was “not to represent the world, but to represent the case” (Stake,
2008, p. 142).

Teams of two researchers met regularly with family members to conduct conversa-
tional interviews about the decisions, issues, and concerns experienced by families as their
children made the transition to school. Conversational interviews are outlined by Burgess-
Limerick and Burgess-Limerick (1998, p. 64) as a means of

gaining access to an individual’s interpretations of their personal experiences....In this model
of interviewing, the agenda for each interview is established interactively. A recursive process
is used in which the researcher’s questions build upon responses to previous questions, stories
told by the same participant in previous interviews, and stories told by other participants. Each
individual and situation produces a unique agenda which allows the researcher to ground the
research completely in the experiences of the participants.

Conversational interviews were chosen in this study because they allow flexibility for
the conversation between the researcher and the participant to extend beyond the limits of a
particular set of questions. This helps to build strong relationships between the researcher and
participant and provides opportunities for the participants to direct the conversation along the
lines of their interest in the research. In this project, where the researcher and families met on
several occasions, previous conversations could be revisited and it was possible to gain rich
insights into the processes and circumstances that contributed to each family’s decisions and
concerns as their children made the transition to school. The number of meetings with indi-
vidual families ranged from one to six, with over 70% of families meeting with researchers at
least three times during the project. All discussions were held in locations chosen by partici-
pants and, with their permission, audio-recorded. The starting point for each conversational
interview was what had been happening for the child about to start school and the family.

Data Analysis

Data analysis involved three phases. Initially, interview transcripts were read by the
research team members who had conducted the conversations in order to add contextual ex-
planation. From these readings, open codings were generated. Research team discussions
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involved constant comparison of codes, with the aim of identifying conceptual categories
(Strauss & Corbin, 1998). These discussions led to the identification of grouped themes or
broad descriptors (e.g., readiness, carer expectations) that were then explored in subcatego-
ries (e.g., parent definitions of readiness, carers’ own experiences of school).

The second phase involved the independent coding of transcripts, where two people
each read transcripts and, based on their interpretations, allocated codes to specific pieces of
data. Following this, a series of meetings was held to compare the application of the coding
scheme, to identify different interpretations of the original codes, and to refine and reorganise
these where necessary. These meetings were used to reach consensus in the application of
codes. Once this had been achieved, two people continued to code each transcript, with the
coding then checked by a third member of the research team who identified any inconsisten-
cies. Inconsistencies were regarded as opportunities to review the codes and categories, as
new and different interpretations were offered. At this point, data were entered into NVivo 8.

The final phase of analysis involved identifying connections between the codes, with
the aim of describing an overarching organisational framework. Development and use of the
coding framework enabled identification of issues, concerns, and family strengths across time
and across the sample. Transcripts were also used to construct 13 case studies which reflected
both the uniqueness of each family and some common issues experienced across the families
in the larger study. Six case studies detailed the transition experiences of families with com-
plex support needs who also had a child with special needs making the transition to school.
These six case studies and the data constructed from the conversational interviews with the
families of the 25 children who had identified special education needs are explored in this
paper.

In reporting these data, we are conscious of the ethical obligations of researchers to
treat all research participants with respect. These obligations extend to the ways research par-
ticipants are represented in project dissemination. Participants already marginalised can be
further marginalised by reporting that reinforces stereotypes or highlights vulnerabilities (Li-
amputtong, 2007). Given the theoretical underpinnings of strengths-based approaches, and
the stereotypes often associated with families with complex needs and children with special
education needs, we have chosen not to describe the research participants in terms of their
problems or challenges only. Rather, we aim to describe participants in context, noting both
challenges and strengths. As an illustration, we introduce some of the participants below:

Puno and his wife have full-time care for their granddaughter Imogen, though they are not le-
gally recognised as her guardians. Puno originates from the Philippines but has lived in
Australia for some time. Imogen has Down syndrome and will be attending a special school.
Puno, aged 70, has recently retired from his job to care for his granddaughter. He has also re-
cently undergone heart surgery. His daughter, who retains custody of Imogen but is also
experiencing a number of mental health issues, is an intermittent presence in their lives. Puno
describes Imogen as a wonderful girl, full of life and energy. He sees his role as that of sup-
porting and encouraging her and hopes to live long enough to see her as a successful adult.

Barbara is a single mother of seven children aged from 2-25 years. She moved with her chil-
dren to a regional area to access emergency housing. She has no family or social support and
no specific support for her son Terry, aged 5, who has been diagnosed with oppositional defi-
ance disorder, possibly with ADHD. Barbara is not working and finds it difficult to socialise
or support her other children because of Terry’s behaviour. Barbara has committed to sup-
porting Terry in whatever ways are possible. Terry started school on a restricted enrolment,
attending school for a few hours only each day. Barbara has foregone work opportunities to be
on call in the event of problems at school, which result in her collecting Terry as soon as pos-
sible.

Andrea, her husband John, and five boys live in a rural city. John is a truck driver and is away
from home at least four nights a week. Walter is the fourth son and is about to start school. He
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has cerebral palsy. He accesses physio, occupational, and speech therapy locally, but has to
travel to Sydney every 3 months to seek specialist attention. Walter recently suffered a stroke.
This and his ongoing hospitalisation resulted in him developing high levels of anxiety. Andrea
has ceased work to be available for Walter and an older son who also has special needs.

Results

Ninety-eight conversational interviews were conducted with the 24 families with
complex support needs who also had children with special needs making the transition to
school. The number of interviews ranged from one to six, with an average of three per family.
The number of interviews was determined by several factors: families’ ongoing willingness
to be involved; availability for individual appointments; and relocation during the course of
the study.

Several themes emerged from the data analysis of family decisions, issues, and con-
cerns: the importance of choosing the ‘right’ school; accessing support; advocating for their
children; and the impact of transition on the family, as well as the child. While these themes
are explored in this paper as separate entities, they were often intertwined. For example, the
nature of support available and the advocacy of parents were often linked, and the nature of
the school environment was often related to the impact of transition for all involved.

Choosing the Right School

Subcategories coded under this theme included finding a match between the school
and the child involved; school reputation; available enrolment options; and assessments for
special provision.

A match between school and child. Families sometimes faced choices about
schools, including the type—regular classes, support classes, or special school—as well as
the location of the school. Most families noted the importance of choosing a school that was
‘right’ for their child. What was right varied for each family, but included not only the avail-
able educational supports for children, but also the location of the school, the safety of the
school, and the social makeup of the school. For example, Andrea explained,

To me school entails not just going to school every day, it’s who the kids play with out of
school, who they’re growing up with...it’s not the closest school but our eldest three
boys...they’re there already and we want him...to be at school with them for his own confi-
dence because | think he’s really going to need them when he gets to school.

School reputation. School reputation—as reported by family, friends, and commu-
nity—influenced decisions about the right school. Some families had little choice about the
schools their children attended; for example, if there were limited places for children with
special needs, only one local school, or limited transport options.

Several families were told that their child would not be accepted in the special school or
class of their choice, often because places were limited. Options for these families included
seeking enrolment at the local mainstream school, applying for enrolment at a different spe-
cial school, and moving to a different area in order to access another school. Each of these
options involved complex planning and negotiation. Parents were very appreciative of the
support offered by staff from early childhood services, early intervention programs, and
schools, but still found this to be a lengthy, complicated, and often demoralising process. The
complexity of the process was increased for some families who felt that their input into the
decision was not valued and that only the voices of professionals were heard:

Viu was keen for her son Miles to attend a local special school which had an autism class.
Miles was not offered a place in this school. Viu had sought advice about other possible
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placements, and, as a result, the family was in the process of moving to another suburb in or-
der to access a different school. Viu was frustrated that there were insufficient places for
students in need of special school enrolment and about the difficulties she had experienced in
contacting the right people about those placements that did exist. She had resorted to working
through an early intervention teacher to make appointments to visit schools because the school
won ’t talk to just parents.

Enrolment options. The complex support needs of several families impacted their
ability to seek out and pursue enrolment options. For example, when families were without
transport or sufficient income to access transport, the viability of travelling to different loca-
tions was limited, and when families were reliant on public housing, the option of moving
suburbs was not open to them. Family members who themselves needed regular support or
treatment also had to juggle these alongside the needs of their children. However, even when
the choice was limited, families were still concerned that the school be ‘right” for their child.

Assessments for special provision. Enrolment in either a special school or spe-
cial class required assessment of children’s needs. In these assessments, parental input was
reported to be minimal and professional voices dominated. Assessments were times of ten-
sion for families, with major decisions about access to specific services and educational
supports based on these. While working to build up children’s capabilities, parents were
aware that support was most likely to be directed to those children who performed poorly on
such assessments. For example, Sarah’s son, Harvey, had been diagnosed with Down syn-
drome. Harvey was to attend the local mainstream school, hopefully with support from a
teacher aide. To be eligible for this support, Harvey needed to be assessed as having at least a
moderate intellectual disability. As a result of assessment, he was judged to have a severe in-
tellectual disability. While Sarah was pleased that this made him eligible for additional
support, she was upset about the process and the label:

...for his whole life we’ve been trying to build him up and working on his strengths and every-
thing and then all of a sudden it’s the exactly opposite, you want him to perform badly and
you don’t want him to do this and you have to tell them about all of his weaknesses and so it’s
the exact opposite to what we’ve been doing for the last 5 years with him.

In some cases, assessments led to decisions that children would not have access to ad-
ditional support. For some, this meant support that had been available prior-to-school was
withdrawn when children started school. This caused great angst for parents, particularly
when this conflicted with previous advice or when this was perceived as a short-sighted deci-
sion with long-term implications. Many parents did not understand this process and felt
powerless to challenge the decision. Others were determined to access support and sought
repeated assessments. This, in itself, increased the range of tensions and anxieties for all in-
volved.

Accessing Support

Subcategories of this theme included limits to available support; consistency of sup-
port; the positioning of parents; and financial issues.

Limits to available support. Support was often available for children with special
needs as they started school, but there were limits. In general, support in the form of a teacher
aide was available for children classified as having moderate or severe needs. This caused
concern for parents such as Andrea, who had made three unsuccessful attempts to access ad-
ditional school support for Walter who had cerebral palsy. Walter’s assessment identified a
range of mild disabilities; “you have to be moderate to get funding,” Andrea noted. The pro-

52  Exceptionality Education International, 2011, Vol. 21, No. 2



Starting School with Special Needs

gressive nature of Walter’s disability concerned Andrea. Staff at the school advised that when
things got worse, a further application could be made. Andrea noted,

that might not be until June next year, half way through the year...at the very best he will be 6
months behind....I can’t figure this whole thing out....That’s the hardest thing about being
mild. It’s good in one way, but it’s worse in another way because it’s just like you’re running
a race and you just can’t make it.

Andrea had received advice from medical staff that Walter would need ongoing additional
support at school. This conflicted with the advice from educational staff. Andrea was not the
only person to receive conflicting advice, as Noreen noted, “you get one [set of] information
from one source but you get a different lot of information somewhere else. What do you do?”

Consistency of support. The complex support needs of some of the families were
supported by different agencies and groups. Where one agency supported a parent, and a dif-
ferent agency supported the child with special needs, it was not unusual for families to
receive conflicting advice. For example, Barbara was advised by school staff that her son
could attend school for only a few hours a day as they did not have the resources to respond
to his problem behaviours; for her own mental health, and to have some break, she had also
been advised to send him to school full-time.

While several parents noted the positive support they had received from the chosen
school, others reported both frustration and resignation at apparent inaction. For example,
Puno had attended a meeting with school staff about getting access to a range of therapies for
Imogen: “They say ‘we’ll ring you, give us your telephone number,’ that’s about 4 months
already and nobody bothered to ring us.” For these families, there was a sense that decisions
were made by others and that action would only occur when others were ready. There was
resignation that families alone could not provide the necessary supports, and so were reliant
on professionals, including school and health staff. This meant accepting decisions made by
others. Some families reported feelings of helplessness; others were spurred to greater action:

I think by the time we got to actually apply for the funding I think [school staff] had just about
had enough of me. She was quite...She wasn’t abrupt but she was...Like, she’s taking up my
time for this kind of thing, that’s the impression that | got. (Andrea)

Positioning of parents. Clearly, issues of power influenced the relationships be-
tween families and professionals. In one set of interviews, three parents outlined both actions
and comments that positioned them as neither knowledgeable about the education system nor
about how best to help their child. It was clear to these parents that professionals did not ex-
pect them to have either the knowledge or capacity to influence decisions. However, one
parent described marshalling the support of the child’s doctor, and then the local Member of
Parliament, to prompt action. This was done with the assistance of this parent’s mother on the
basis that “she had a lot of problems with the education department when we were going to
school, me and my brothers. So she has had a lot of dealings with them” (Teagan).

Financial issues. For many families with complex support needs, financial issues
influenced the nature and range of support accessed. Many families experienced poverty
and/or chronic unemployment; some family members were unwell; many also had several
children or other family members who needed assistance. Some support could be accessed for
a limited time or until a financial limit had been reached. Other support was available, but
only after a long wait. For some families in rural communities, mobile services provided lim-
ited local access to speech and physiotherapy. However, ongoing budgetary constraints and
staff turnover in these services meant that these were neither regular enough nor sufficient to
provide the needed support for many children and families. A number of parents looked for-
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ward to their children starting school as a means of accessing regular support. However, they
also noted gaps in service availability, particularly between their child leaving prior-to-school
settings and starting at school. This was the time that targeted early childhood programs
ceased and when families had to navigate the unfamiliar landscape of school education and
school education support. Many families were confused that the nature of support varied so
considerably between prior-to-school and school settings, and that different assessment crite-
ria were used to support resource allocation. Further, despite interactions with the school well
before the beginning of the school year, several parents noted that what they believed to have
been agreed arrangements were not in place at the beginning of the school year.

Informal support. For families, informal support was valued at critical times, such
as the point of diagnosis or assessment, and during periods of transition, including the transi-
tion to school. Some of the most valued support was derived from people who had already
experienced similar critical times themselves. For example, Noreen was adamant that the best
support came from other parents who had experienced the challenges of seeking support for
their children. She commented,

professionals are not going to necessarily come out and tell you all the information you want
unless you push to find that out or you speak to other Mums who are in the same spot...it’s
only after you’ve been through it that you start getting a bit more clued up.

In one community, parents described the role of a local early intervention service that
helped them develop a range of skills to support them and their children, including strategies
to use in interactions with other professionals, questions to ask, as well as positive approaches
to parenting. This background had helped them act as advocates for their children across the
transition to school.

The Advocacy Role

Subcategories coded in this theme included the impact of the family context; previous
experience in an advocacy role; and school expectations.

Family context. There were many ways families acted as advocates for their chil-
dren. Some families consistently sought information about what was happening for their
child; others provided information and pushed to have this accepted by the school. Often this
related to the family context, parental confidence, and previous experience. In some schools,
parental expertise was recognised and welcomed; in others this was not the case. This was
particularly so if parents themselves were also identified as having complex support needs. In
some of these cases, the family unit seemed to be positioned by professionals as impaired
(Dowling & Dolan, 2001) and incapable of providing positive support for their children. Two
parents explicitly indicated that they felt they had been blamed for their child’s situation.

Despite the varying attitudes towards families by others, families nevertheless under-
took a range of advocacy roles. Most families regarded it as part of their role, rather than that
of the education system, to find the right school for the children. This also meant that if chil-
dren were not offered enrolment in the preferred school or the correct support was not in
place, they felt partly to blame. Some explained that they had not filled the forms in properly,
not had an assessment done in time, or not accessed the right advice. Families sometimes felt
overwhelmed by what they described as a continual fight to have their children’s needs ad-
dressed.

In some families with complex needs, it was possible that the children’s needs were
just some of the many needs to be addressed and families simply did not have the energy or
resources to manage everything. Often, issues outside the family contributed to ongoing prob-
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lems. For example, some families living in violent situations or experiencing poverty did not
feel they had the power to effect change, and this impacted how they responded to their own
and their children’s needs.

Previous experience. Several of the families with complex support needs had more
than one child with special needs. The advocacy role adopted by these families was influ-
enced by their previous experiences. Noreen noted,

With [other son] we didn’t know what help we could get so we struggled along and people
told me that ‘it’s really your problem anyway, it’s not his,” so then it got left again, thinking
‘well | just have to discipline him more’...and there wasn’t a lot of support until way down the
track. Until finally I said I just can’t cope any more, this is not right and | took him to the pae-
diatrician and | got some help then, but that was a long time ago....So | can see you’ve got to
get onto it early....l think you have to push...I think it’s harder for people with their first time
kids. Like it was with my older son. You don’t know and it’s only after you’ve been through it
that you start getting a bit more clued up. But there’s no way of doing that.

School expectations. Schools expected that parents would adopt some specific
roles as their children started school. Two examples illustrate different responses to these ex-
pectations. Barbara, whose son Terry commenced school with a partial enrolment, was
expected to be available to collect him from school initially after 2 hours or at any time that
he was being disruptive. As the school year progressed, Terry was at school for longer, but
Barbara was still expected to be on immediate call. Barbara commented, “I’m happy to do
it....I want to have it that way because it’s really important that he gets off to a good start, or
as best we can.” She was disappointed that support had not been forthcoming from the
school, but was reluctant to demonstrate her own need for support because of her fear:

there’s always this thing in the back of your mind that if you’re a parent melting down, is
someone going to come along and take your children away? Like | don’t want to say anything
because they’ll think I’'m a terrible mother and take them away from me.

Andrea was finally offered some assistance for her son Walter, but this was in the
form of allowing her to stay at the school each morning to act as her son’s teacher aide:

I just said no. It’s not going to solve anything....Not only will it not do any good, but I’ve got
things to do, basically. I run a house with five kids by myself so | can’t sit here. It might be
OK to go one morning a week, just being the normal parent. Not the teacher’s aide.

Comments from other mothers echoed the view that they were assumed to be largely respon-
sible for their child’s care.

Impact of Transition on the Family

Subcategories coded under this theme included changes in parental roles and the im-
pact on siblings.

Changes in parental roles. Starting school was an emotional time for all in-
volved. Families experienced major changes in their roles, shared responsibilities, and
changes in their parenting. Several parents were looking forward to the notion that there were
other people who were charged with responsibilities to care for and educate their children.
Others found this shared responsibility full of challenges, partly because they felt they were
being judged as parents. In some instances, the relationships between children and parents
were challenged as judgements were made about what children could and could not do or
should be able to do. Separation was experienced as a major challenge for both children and
parents, particularly when they had shared many difficult times. The impact of not accessing
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appropriate support was also felt as an emotional drain. Andrea commented, “I was a mess
after they told me ‘no’ because | just went ‘No, you can’t do this. You can’t get my hopes up
and then say no to me.”” With no other avenue to pursue, Andrea commented, “I’m so tired
of fighting and trying to prove to people what is the matter with Walt.”

Impact on siblings. Transition to school also affected other family members. Sib-
lings already at school were described as adopting additional responsibilities at school to look
after the child starting school, sometimes to the detriment of their own social and academic
engagement at school. The efforts to get children to school also meant that in some families,
younger siblings missed out on activities and experiences as parents were exhausted. Where
access to services required financial commitments, younger children were sometimes with-
drawn from preschool services.

Interplay of Complex Support Needs and Special Education Needs

Across the case studies and interview data, it is apparent that the interplay of complex
support needs and children’s special education needs positioned families in ways that rein-
forced, rather than reduced, the difficulties they faced. Two excerpts from case studies
illustrate this:

Julie was a single mother with three adult sons, a 6-year-old son, and her daughter Maddy
who was eligible to start school. Julie experienced depression and was supported by a case
worker, a friend, and her children. She had lived in a regional city for the last 25 years and de-
scribed herself as having had poor experiences at school. Julie was unsure about Maddy’s
readiness for school and sought advice from the preschool and first year of school teacher.
Their advice was contradictory, with the preschool teacher suggesting that Maddy had some
social problems, and the school teacher indicating that Maddy was ready for school. Julie was
not certain about the nature of social problems identified by the preschool teacher. Julie’s case
worker recommended that Maddy start school as a strategy to alleviate some of Julie’s ongo-
ing depression. Julie was concerned that sending Maddy to school was something she was
doing for herself, rather than Maddy and that Maddy would be placed in a difficult position
coping with school—something she had experienced with her older children.

Julie was confused by the contradictory advice and unsure of where to turn for more defini-
tive advice. She was uncomfortable approaching the teachers involved, and as result, enrolled
Maddy in both school and preschool with the aim of making a final decision closer to the
start of school. In her actions, it would be easy for teachers to judge her as indecisive and not
preparing her daughter for school and for her case worker to infer that she was not really fo-
cused on improving her own health. In addition, the anxiety she experienced could well
contribute to further depression.

When Danny started school, Teagan had to cover the costs of having two children at school.
With the help of a local non-profit organisation, she and her hushand Anthony accessed the
services of a financial planner. Having identified a disposable income of $7/fortnight, Teagan
was anxious about meeting the costs of school shirts ($17 each) and jumpers ($40) as well as
shoes, schoolbags, lunch, and the extra costs involved in excursions. She started saving in July
for the costs of uniforms in January. When the school changed the uniform, she was upset that
costs were increasing. Directing money to school expenses also meant that as a family, there
was limited access to other activities. For example, the boys were unable to play soccer or
other sports because of the cost involved. To increase their income, Anthony worked longer
hours, and as a consequence, spent less time at home. Teagan believed that this contributed to
Danny’s challenging behaviour.

Teagan was an incredibly organised parent, planning well in advance to ensure that
the scant financial resources available were used to support the children as they started
school. Having the correct school uniform was important to her so that her boys did not stand
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out as different. The school had a uniform code and expected all children to wear the appro-
priate uniform. When the uniform was changed, the new uniform was only available through
the school at an increased cost. Teagan felt that it was particularly important for Danny to
have the correct uniform and so not face questioning by school staff as his challenging behav-
iour was often triggered by situations involving compliance. Despite Teagan’s advance
planning, she was compelled to seek financial assistance in order to support a positive start to
school. Seeking the assistance reinforced the inability of the family to be self-reliant. In addi-
tion, the family’s limited finances contributed to Anthony’s longer working hours, which
again, impacted on the time he had at home with Danny.

Discussion

All families make decisions and encounter issues and concerns as their children start
school. What often differs for families with complex support needs is the nature of the
choices available for them, the information or resources they access to inform their decisions,
and the confidence with which they approach decisions. These differences are multiplied
when the child starting school has special needs.

Families with a child with special needs were surprised to find that placement in a
special school was not automatic and that additional funded support for the child in school
was also not guaranteed. Navigating different systems and requirements, such as visiting
schools and having children assessed, resulted in considerable stress for some families. De-
spite this stress, parents wanted their children to have positive experiences of school. Many
parents adopted advocacy roles and fought for additional support for their children. This was
a tiring and frustrating experience, with only partial success for many parents. As in other
studies, many parents identified barriers around the availability of support and the processes
required to access this (Hess et al., 2006; Janus et al., 2007).

Families successfully navigated the transition to school when they had strong and
complementary supports. Many forms of support were available for some, but not all, fami-
lies. Accessing this support often depended on location and financial resources. Across the
geographic regions there was considerable variation in the availability and accessibility of
formal support. In some communities, access to professional support was limited and the cost
of private support was prohibitive. There was limited evidence of families accessing coordi-
nated support, unless parents themselves, early intervention teachers, or agency staff had
actively set out to coordinate services. Not all families with complex support needs had the
resources, support, or confidence to achieve such coordination. However, in one instance
where early intervention support included strategies to help parents develop these skills, there
was clear focus on building family capacity as well as offering support for children.

Coordination of support was further complicated when different services utilised dif-
ferent philosophies and approaches. For example, some services focused on the individual
child and supporting his or her specific needs; other services focused on the family as a whole
and sought to address multiple, interacting issues. In other instances, families experienced
multiple challenges and required diverse support. Where support was contradictory or unco-
ordinated, parents often reported feelings of confusion and disempowerment.

While many approaches to transition reported a basis drawn from ecological theory,
this meant different things in different contexts. At its best, ecological approaches recognised
the importance of involving a range of people and contexts in the provision of coordinated
support for families and children. However, this ideal was rarely reported. Rather, there was a
sense that the processes of transition for individual children and families tended to be sub-
sumed into a system of transition for children with special needs, where many families
exercised little agency. Of particular importance for families involved in this study was that
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at the same time as children were making the transition to school, families and children were
making a transition to different support services—including their different personnel, ap-
proaches, and philosophies—or the transition to no support services. The transition across
support services was rarely smooth or continuous. When children started school much of the
support that had been available in the prior-to-school years either ceased or changed dramati-
cally. When children and families lost support, negative consequences were seen in terms of
children’s engagement at school, progression, confidence, and achievement.

Throughout this project, we have sought to focus on the strengths, as well as the chal-
lenges within families. There is no doubt that all of the families who participated in the
project experienced challenges on many levels. However, it is also the case that each family
exhibited remarkable strengths. In some cases, these strengths were not sufficient to over-
come the challenges. However, on several occasions, families felt that, with the help of
others, they were gradually moving towards achieving their goals. In all cases, one of the
goals was for their children to make a positive start to school. In most instances, this was op-
erationalised as children being happy at school. In some cases, the additional goal was for
children to have a more positive experience at school than their parents had experienced.

Conclusion

The transition to school is a time of change and expectation for children, families, and
communities. It is recognised as a time of considerable challenge for families with children
with special needs. When the situation is further complicated by families themselves having
complex support needs, it can be a time of considerable tension and anxiety. Indeed, the in-
terplay of these needs can position families in ways that reinforce, rather than reduce, the
difficulties they encounter. Both sets of needs invoke the involvement of a range of profes-
sionals and as children make the move to school, families sought both their support and
respect. In several instances this was forthcoming; in others, families felt that their knowl-
edge was not valued and that the family, as a whole, was regarded as incapable of assisting
the child. Where this support and respect was evident, families demonstrated not only the
commitment, but also a growing repertoire of skills to support both themselves and their chil-
dren as they started school.

Overwhelmingly, families wanted their children to have access to quality educational
services where both they and their children felt welcome and supported. The complex support
needs of these families underscored this desire: Many families regarded education as the pri-
mary means by which their children could have a positive life. All families had aspirations
for their children and sought appropriate support for themselves and their children in order to
attain these.
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