
Friday 31 July 2015

Emeritus Professor Anthony Shaddock
Chair, Expert Panel : Students with Complex Needs
GPO Box 730
Canberra, ACT 2601

Dear Professor Shaddock,

Thank you for the opportunity to address the Expert Panel appointed to review policy and practice for 
supporting and teaching students with complex needs and challenging behaviour in ACT schools.

MissingSchool is a national parent advocacy organisation established to raise awareness of the educational 
needs of students who miss school because of serious illness or injury, and to work for fair and equitable 
access to quality education for these students. This was born out of the personal experience of numerous 
students and families, and a desire to see evidence-based practice firmly established in our schools.

Significant advances in medical science during the last 20 years have resulted in greater survival rates for 
young people with serious illness or injury. Unfortunately, while medical provision has improved, research 
and anecdotal evidence show that education bureaucracies, school systems, schools and teachers remain 
ignorant of the educational needs of these students and how they can be met. The needs of these students 
are varied and complex, and are frequently overlooked in the busy environment of school and in the 
development of policy documents.

We hope that the attached submission will contribute to the Panel's consideration of how to support 
students with complex needs in ACT schools, and would be happy to provide further information or answer 
any questions arising.

We thank the ACT Education and Training Directorate and the Panel for their concern for the welfare of our 
vulnerable children and young people.

Yours sincerely,

Georgina Meyers Cathy Nell
Secretary Public Officer

PO Box 155, Jamison Centre, ACT 2614
0438 474 745 or 0411 162 597

info@missingschool.org.au / www.missingschool.org.au

mailto:info@missingschool.org.au


EXPERT PANEL : STUDENTS WITH COMPLEX NEEDS AND CHALLENGING
BEHAVIOUR

SUBMISSION BY MISSINGSCHOOL INC.

Complex needs arising from serious illness or injury

There is no simple, easy way to identify the short-term or long-term needs of students 
with serious illness or injury. Different illnesses have different effects on different 
students, as do the medications, treatments and emotional challenges of the experience of
illness. Compounding the physical, psychological and emotional impact is the likelihood of 
frequent or extended absences from school, either because of illness or treatment.

Illness, treatment and school absence together may have many long-term and late-term 
consequences, including :

- Academic under-achievement
- Attention and concentration difficulties
- Behavioural difficulties
- Delays in developmental skills due to missed experiences
- Difficulties in forming and maintaining relationships
- Difficulties with executive function and memory
- Disruption of friendships
- Increased anxiety
- Increased vulnerability to other life stressors or secondary illnesses
- Low self-esteem
- Pain and fatigue
- Peer rejection
- Reduced opportunities for social support
- Reintegration difficulties
- School refusal and absenteeism
- Specific learning needs

Behavioural and mental health issues are common among this cohort of students, as is 
post-medical trauma for students whose illness or injury has been acute and life-
threatening. They may face diminished life expectancy, compromised quality of life, and 
the anxiety of whether or when another medical crisis may occur. They frequently feel 
socially isolated. All these circumstances affect their ability to form and maintain 
relationships and their capacity to learn.

(Donnan and Webster, 2011; Whiteford, 2010; Shaw and McCabe, 2008; Dockett, 2004; 
Shiu, 2001 )

Siblings of these students may also have a variety of complex needs. The landmark 
Keeping Connected report on young people living with chronic illness observes that : “In 
six of the 31 families, there was a sibling with a significant health or psychological 
condition who was not a case study participant.” (Yates et al, 2010)



Policies and guidelines : Territory and Federal

Despite the existence of disability legislation (the Disability Discrimination Act 1992 and 
the Disability Standards for Education 2005) which supports comprehensive educational 
provision for all students with disability, there remains a profound gap in actual provisions 
within ACT schools for children and adolescents with serious illness or injury.

While the Hospital School exists to support students who are in-patients at the Canberra 
Hospital, there is no provision for the education of the many students who are discharged 
from hospital but remain at home – sometimes for weeks or months – to recover from 
illness, injury or treatment. Many students with serious illness or injury travel interstate to 
receive treatment, and there is no provision for maintaining contact with them in another 
jurisdiction. When students return to school, there may be little or no recognition of their 
need for psycho-emotional support or their compromised learning capacities.

A student who is absent from school is largely invisible to busy teachers. Most of the 
effects of illness, injury and treatment are also invisible. Government documents relating 
to disability provisions are silent on the needs of these students. Although most 
documents routinely and explicitly mention physical impairment, sensory impairment or 
behavioural challenges as disabilities, they fail to acknowledge serious illness or injury as a
disability for which adjustments may be needed in schools.

In the ACT, the ETD policy on Students with a Disability (ACT Education and Training 
Directorate, 2008) refers to “intellectual disability, physical disability, vision impairment, 
hearing impairment, language disorder, mental health condition and autism” but it is not 
generally understood – by either parents or teachers – that illness and injury constitute 
disabilities under the legislation.

The ACT ETD also publishes Student Disability Criteria (ACT Education and Training 
Directorate, 2015) listing descriptors which define various disabilities. It recognises chronic
medical conditions as a disability, but – in a rather circular argument – notes that the 
student is considered to have a disability “if their level of functioning and independence 
and ability to undertake essential learning tasks is significantly limited”. While this is 
technically unarguable, it is not helpful to teachers or parents who may be trying to find a 
“box to tick” in order to gain access to support for a student with serious illness or injury. 
It excludes students with acute, but potentially life-threatening, illnesses and injuries. It 
fails to recognise that students with long-lasting or late-term needs arising from illness, 
injury or treatment may require support for years after their illness is considered to be 
“cured”.

Students with serious illness or injury are commonly overlooked in surveys and initiatives 
designed to capture information about disability or special needs. National surveys such as
the Nationally Consistent Collection of Data (NCCD), and statistics collected by the 
Australian Bureau of Statistics (ABS) foreground physical disability, sensory impairments, 
cognitive and socio-emotional disabilities, but do not specifically examine the physical, 
psychological and cognitive implications of serious illness or injury, or treatment; these are
generally subsumed into other categories (Commonwealth of Australia, 2014). ABS data 
explicitly excludes students who are absent from school because of illness or injury (ABS, 
2013 a, b).



While the NCCD has been designed to collect information on how students with disability 
are supported in school, it does not consider the question of how those students' needs 
may be met outside the school. It is also intrinsically flawed because it requires teachers 
and schools to provide details only of students who are already receiving support based on
their disability.

Nationwide, the cohort of students with serious illness or injury remains unidentified. The 
Victoria Institute's report on illness and education (White & Rosauer, 2015) notes that “... 
most of the children and young people who are living long lives due to medical 
improvements, are not acknowledged, counted or supported through any systematic 
education-focused process.” The existing data collection processes effectively preserve the
silence around the needs of this cohort and the state of inequity within schools across all 
education systems, including in the ACT.

Protocols and practices : schools

The reality is that schools and teachers are not trained to recognise or understand serious 
illness or its effect on a student's educational needs. Unless the treating health 
professional or the parent/carer informs the school of specific issues, the problem is 
invariably missed. Health professionals rarely anticipate the need to write to the school 
explicating the educational impact of the student's illness, injury or treatment. Parents 
who are neither medical nor health professionals – but who are already stressed by having
to manage their child's serious illness or injury – may remain unaware of the educational 
implications; by the time they become aware, much of the damage is already done.

Many factors contribute to the failure of schools to support students with serious illness or 
injury. For example :

- Education professionals may assume that the student's “health” is the responsibility of 
medical professionals and that there is no need for education professionals to become 
involved.
- Medical professionals may assume that the student's education is the responsibility of 
education professionals and that there is no need for medical professionals to become 
involved.
- School communities may perceive that a diagnosis of a serious illness means that 
education becomes irrelevant or, at best, of secondary concern.
- Teachers may lack understanding of the educational impacts of medical treatments and 
ongoing medication, or how physical, cognitive and emotional function may be 
compromised.
- Teachers may lack knowledge of how to deal with the learning difficulties experienced by
children with serious illness or injury.
- Teachers may find the acknowledgement of a student's serious illness or injury 
personally confronting and may themselves lack the emotional support needed to work 
with such students.
- There are insufficient school counsellors and psychologists in schools. Those who are in 
schools are overwhelmed by the workload of addressing more visible and easily diagnosed
issues.
- There is no systematic policy or practice that explicitly targets the inclusion of students 
with a disability arising from serious illness or injury. 
- Parents may be reluctant for their child to be singled out, and may express a desire for 



“normality”, and may decline to disclose the student's history of illness or injury to the 
school.
- Students may be reluctant to be identified as “different” and may resist measures which 
draw attention to them.
- Parents may be fatigued and stressed by the experience of navigating their child's 
treatment for a serious illness or injury, and may be reluctant to take on an advocacy role.
- Parents may be unaware of the provisions in legislation or in school policy for the 
support of students with disability.
- School policies (or lack thereof) impede communication between staff members of 
information which is critical to the support of students with “invisible” difficulties.
- Schools may be overwhelmed by other compliance requirements and may view the 
support of students with serious illness or injury as another – possibly unreasonable – 
burden on time and resources.
 - There is no administrative authority to oversee schools’ compliance with the disability 
legislation.

A variety of charitable organisations offer support to students with serious illness or injury.
These focus largely on provision of extra tuition; the students' psychological and socio-
emotional needs are not addressed. Over 1,000 students use these services every year 
across Australia, with long waiting lists (ARACY, forthcoming). The fact that this need 
alone is met by charitable organisations, rather than by the education providers who have 
the legislated responsibility of meeting the student's educational needs, is an indictment of
school systems across the country, including in the ACT. It stands in stark contrast to the 
theoretical strength of the Disability Discrimination Act (1992) and the Disability Standards
for Education (2005). 

Recommendations

MissingSchool respectfully submits the following recommendations.

1. The ACT Education and Training Directorate should ensure that the needs of 
students with serious illness or injury, and of students who miss school because of 
illness or treatment, are clearly and explicitly acknowledged in all policy documents 
referring to students with additional needs.

2. The ACT Education and Training Directorate should ensure that compliance with all 
such policies is monitored and reported on a regular basis.

3. The ACT Education and Training Directorate should ensure that funding is available 
to support students whose education is compromised by serious illness or injury. 
Procedures for accessing such funding should be made clear and accessible to 
schools, teachers, and students and their families.

4. The ACT Education and Training Directorate should work with other appropriate 
agencies to establish clear protocols for communication between all parties involved
in the care of a student with serious illness or injury. This includes multi-party 
communication between medical, educational, and allied health professionals and 
the student and his or her family. It also includes communication of necessary 
information between staff members within the student's school.

5. Teachers and pre-service teachers should be required to undertake mandated, 
accredited Professional Development and Teacher Training Units which specifically 
address the learning and psycho-social needs of students with a serious illness or 



injury. These should include practical strategies for making educational 
adjustments, maintaining communication pathways, and ensuring flexibility in 
assessment provisions.

6. Students with a serious illness or injury should be required to have a personalised 
learning plan which should be reviewed regularly.

CONCLUSION

Increased survival rates for many illnesses and injuries mean that there are increasing 
numbers of students with complex needs in schools. While education authorities can point 
to existing policy that is theoretically inclusive of students with serious illness under the 
disability provisions, the protocols and practices in schools and classrooms fall well short 
of equity. Ignorance of the educational impacts of serious illness and injury is the norm. 
Students and families whose lives are already fragmented by the burden of the young 
person’s illness are left by administrators at both Territory and Federal levels to pick up 
the pieces when they realise that their child's education has been compromised. Action by 
the ACT Education and Training Directorate is needed to ensure that these students have 
ready access to the support to which they are entitled under the legislation.



APPENDIX I : Common serious illnesses

This list is by no means exhaustive, but indicates some of the more common serious 
illnesses and injuries which are frequently overlooked. 

Autoimmune diseases (eg. Lupus)
Blood disorders
Brain injuries
Burns
Cancer
Crohn's disease
Cystic fibrosis
Diabetes
Epilepsy
Heart conditions
Juvenile arthritis
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