NN

Inclusive schools

Your rights and responsibilities in education

A parent/guardian resource

School can be overwhelming for children living with epilepsy. Aside from
worrying about seizures, many children and their parents/guardians often
worry about a range of social, academic, and psychological factors that
can impact their day-to-day activities. These worries often include concerns
about being included and treated fairly, being free from harassment, and
having the same opportunities to participate as everyone else.
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This document outlines what parents and
guardians of children with epilepsy need

to know about going to school in Australia.

It covers topics such as inclusive schools,
enrolment, participation, curriculum
development and assessment, support services,
and what to do if you feel a child in your care is
facing discrimination. We have also included a
list of resources and contacts for when you

may be unsure what to do.

What is an inclusive school?

An inclusive school is a school that recognises
every student’s right to participate in all aspects
of their education. It is also a school that is free
from discrimination against disability. Today,

all schools in Australia are expected to make
reasonable provisions to include and support
every student in their learning journey.

Children with epilepsy are
protected from discrimination
under Australian law. They are also
protected under the 1948 Universal
Declaration of Human Rights.

What does the law say?

It is illegal for a school within Australia to
discriminate against a child with epilepsy or any
other form of disability. In 2005, the Australian
Government released its Disability Standards
for Education 2005, which clarifies the
obligations of education and training providers
under the pre-existing Disability Discrimination
Act 1992. Together, these pieces of legislation
work to protect all students with disabilities,
including those with epilepsy.

Although your child may have an epilepsy
diagnosis, you may not consider that they

have a disability. However, under the
discrimination law having an epilepsy diagnosis
would be considered a disability, as would
other medical conditions such as asthma,
diabetes and arthritis.

As part of the Disability Standards for

Education, an inclusive school must:

1. Take reasonable steps to ensure that a
child can enrol on the same basis as other
children, without discrimination.

2. Ensure that a child can participate in all
aspects of their school experience without
discrimination.

3. Take reasonable steps to ensure that
every child can participate in the school
curriculum on the same basis as other
children without discrimination.

4. Ensure every child can access the school’s
support services without experiencing
discrimination.

5. Develop and use strategies to prevent a
child from experiencing harassment and
victimisation.

If you feel that a school is not following these
standards, you can talk to the Principal. You can
also complain to the government department
responsible for that school. A list of these
departments has been provided at the end

of this document.

Sending your child to school

Compulsory education in Australia

Children in Australia must start school before their
sixth birthday. Most children begin when they

are between four-and-a-half and five-and-a-half
years old. Since 2010, all states and territories in
Australia have required children to complete Year
10 and participate in full-time education, training,
or employment until they are 17.

Parents and children can choose from a range of
different education settings. These include local
government schools, non-government schools,
specialist schools, distance education schools,
and home schools. Depending on your child’s
needs, the school you choose is up to you.

What happens if your child cannot go

to school?

Many parents and guardians of children with
epilepsy worry about sending their child to
school. For parents/guardians of children who
have frequent seizures, complex disabilities,
or need constant supervision, this issue is
especially challenging.
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For children with severe disabilities, attending
a regular school full-time can be very difficult.
If you are unsure what will work best for your
child, it can help to discuss your thoughts
with your child’s doctor and other relevant
professionals such as their paediatrician,
psychologist, and occupational therapist.

In some cases, parents and guardians choose
to do a mix of home schooling and part-time
enrolment in either a specialist or mainstream
school. Open communication with your child’s
medical team and the intended school is
recommended to ensure that your child will
benefit from such an arrangement.

Home schooling

While education is a compulsory part of
childhood in Australia, some parents/guardians
choose to home school their children. If you
are considering home schooling as an option,
it is important to assess what is in your child’s
best interest. It would help to consider whether
this option will work for you long-term. Home
schooling is an ongoing commitment, and it is
important to understand what your obligations
will be.

The Education Department in each state and
territory sets out guidelines for how home
schooling should be conducted. As a parent or
guardian, you must meet a series of obligations
and follow the guidelines for educating your
child at home. You should also consider whether
home schooling your child might limit their
options for entering higher education programs
as they get older.

The benefits of attending school go beyond
academic knowledge. Going to school allows
children to socialise with other students, develop
their communication skills, and learn how to
follow instructions from people who are not

their parents. When thinking about what is best
for your child, it can be helpful to think broadly
about what social skills your child will need now
and in the future.

Disclosing your child’s epilepsy

Choosing to tell a school that your child has
epilepsy is a personal choice. You are not
legally required to inform your child’s school of
their diagnosis or any tests they may undergo.
In many cases, however, sharing health
information with your child’s school can help the
school provide appropriate support.
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As a parent or guardian, it is your responsibility
to tell the school if your child’s epilepsy is likely
to affect their participation in regular school
activities such as learning, playing sports,

or socially engaging with other students. If
teachers are aware of your child’s needs,

they can plan to support your child. This may
include undertaking additional training to better
understand how to work with and encourage a
child with epilepsy.

When to tell a school about a child’s
epilepsy

Deciding whether to tell a school about a child’s
epilepsy can be tricky. No one wants to feel that
their child may be treated differently; however,
it is also important that every child receives the
support they need.

Case study: Aisha

Aisha is nine years old, and her family
has moved to a new suburb. Aisha has
seizures during the day and her mum,
Aditi, fears that the new school will say
they cannot support her. Aditi contacts
the local epilepsy organisation in her
state and discovers that it is illegal for a
school to refuse to enrol Aisha because
of her epilepsy. Aditi learns that under
the Disability Standards for Education,
students with epilepsy have the same
rights to seek enrolment as all other
students. Aditi feels empowered knowing
the Department of Education does not
tolerate discrimination against students
with medical conditions or disabilities.
She speaks openly about Aisha's
epilepsy with the school Principal, and
supports are put in place to help Aisha
settle into her new school environment.

If you are worried about disclosing information
about your child’s epilepsy, you might find the
following questions helpful:

e Are their seizures prolonged?

e Has the doctor prescribed emergency
medication for seizures?

e Has the doctor recommended telling the
school?

e Would it help your child if their teachers
wrote down any symptoms that you can
report back to your child’s doctor?

If you answer ‘yes’ to one or more of these
questions, telling the school is probably a

good idea. You might also consider working
with your regular doctor to create an Epilepsy
Management Plan (EMP). An EMP is a
document that outlines the emergency
procedures that school staff should follow if your
child has a seizure at school.

Case study: Assad

Assad knows that anyone can
experience a seizure in their lifetime
and that does not necessarily mean
that they have epilepsy. His parents
understand that Assad needs to feel in
control of his own medical information,
and they support his decision not to

tell the new school. Assad and his
family agree that the school will only be
informed if he has another seizure and if
a doctor diagnoses his epilepsy. Assad
appreciates that his parents let him
make this decision, and he participates
in all school activities without additional
support.



Balancing risk

Risk is a part of everyday life and, like all

community environments, schools are never

risk-free. For parents/guardians of students with
epilepsy, it can be helpful to think about risk in
terms of balance and have a conversation with
your child’s school about balancing risk with
your child’s rights and wishes to participate.

A useful way to have a risk conversation with

your child’s school is to:

1. Have an Epilepsy Management Plan (and,
when indicated, an Emergency Medication
Management Plan) endorsed by your
doctor, clearly outlining any risks and
accompanying strategies.

2. Discuss your child’s epilepsy, what is
important to them and what strategies your
child’s medical team have recommended.

3. Ensure that a conversation around risk
includes information on:

a.The types of seizures that your child
experiences

b. Whether they lose consciousness

c. The frequency of their seizures

d. Any known triggers

e. How your child and you feel about
particular activities

f. What types of information you will
need around certain activities (such as
supervision, where an activity will be held,
and access to medical supports).

Remember, the school must consult you about
activities involving additional risks. The school
should not make decisions on your behalf based
on assumptions, as this could lead to injury or
discrimination.

Participation

Participating in various in-school and out-of-
school activities is important for all children as
it improves health, well-being, and quality of
life. Today, approximately one in 200 students
in Australia live with epilepsy, and most of
these children actively participate in a diverse
range of activities throughout their primary and
secondary education.

Occasionally, teachers and schools get things
wrong and fail to make reasonable allowances
for children with disabilities or additional support
needs. When this happens, students feel upset
or left out, and parents worry that the school

is not taking their responsibilities towards

their child seriously. If you find yourself in this
situation, it is a good idea to talk to your child’s
teacher or school Principal and remind them of
your child’s legal right to participate.

Often, when a school does not reasonably
accommodate the needs of a child with epilepsy,
it is because the staff do not fully understand
the concept of indirect discrimination. Indirect
discrimination occurs when a requirement is
placed on all people equally, regardless of their
ability to comply. An example of this may be
that in order to participate in a school excursion,
all children must be able to climb stairs. For
children with mobility problems, this ‘standard
requirement’ is prohibitive, and they will not

be able to attend. All students in Australia
should expect their school to make ‘reasonable
adjustments’ to allow them to participate on the
same basis as other students. If they do not do
this, they may be breaking the law.

Of course, life isn’t always simple and,
sometimes, things get complicated. Let’s say, for
example, that your child’s epilepsy means that
additional health and safety precautions need
to be put in place to protect them from injury.

In most cases, keeping your child safe will be
the top priority for your child’s school, and there
may be times when some activities are off-limits
for them. When this occurs, it is reasonable to
expect that an alternative, inclusive (and fun)
activity will be offered to your child.

Epilepsy Management Plan

Epilepsy Smart Australia recommends the use
of Epilepsy Management Plans (EMPs). EMPs
can help others best understand and respond
to your child’s needs. Parents/guardians of a
student with epilepsy work with their child’s
doctor to create the EMP, often in conjunction
with a school nurse, a disability support worker
or other allied health practitioner. It is a good
idea to involve your child in developing their
plan as much as possible.
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Epilepsy Smart Australia encourages all schools

to be ‘epilepsy smart’ by ensuring that:

e Current Epilepsy Management Plans (EMP)
are held for each student living with epilepsy. (EMMP), and staff are aware of the impact
Plans should be updated annually and that epilepsy has on the individual student.

endorsed by your child’s doctor. e If a student has an EMMP, all school
e All relevant school staff have access to your staff with a duty of care for that student

e Where emergency medication has been
prescribed, the school holds a current
Emergency Medication Management Plan

child’'s EMP.

Jayden’s story

Jayden is in grade three and is very
excited about going on his first school
camp. His school has told his mum, Holly,
that because of Jayden'’s epilepsy, she
will need to either spend the night at
camp with him or pay for an ‘aide’ to help
look after him overnight. Holly is upset
about this because she cannot afford

to pay for an aide, and she knows that
Jayden doesn’t want his mum hanging
around at camp with him.

After talking to her local epilepsy
organisation, Holly finds out that this
approach from the school is a type of
‘indirect discrimination’ and is illegal in
most circumstances. In fact, if the school
does not provide appropriate support

for Jayden, they are putting him at a
disadvantage by blocking his right to
participate in a school activity.

Holly talks to the school about this issue,
and they agree to follow their legal
obligations and have a plan in place to
help supervising staff support Jayden if
he was to have a seizure during camp.
Jayden wants to be treated like the other
kids, and the school does this as much
as possible throughout the camp.

have received student-specific epilepsy
emergency medication training.

Isabella’s story

Isabella is eight years old and has
epilepsy. Her school has insisted that
she must have a teacher with her during
all recess and lunch breaks and that

she cannot use the play equipment like
the other children. Isabella is very upset
about this as she feels isolated from her
friends and does not want to be treated
differently. Isabella’s dad, Mark, is not
sure if this is discrimination.

Mark discovers that under Australian
law, all children have the right to fully
participate in their school experience
without feeling isolated or excluded.

He also learns that a child’s right to ‘fully
participate’ can sometimes be affected
by the school’s need to keep them safe.
The National Epilepsy Support Service
suggests that Mark work with Isabella’s
doctor to create an Epilepsy Management
Plan, which outlines which activities
Isabella is safe to participate in. Mark
follows this advice and then discusses
Isabella’s Epilepsy Management Plan
with her teachers and appropriate staff.
The staff find a way of helping Isabella to
play with her friends during recess and
lunchtime. They also let her access parts
of the play equipment that the doctor has
advised are safe for her to use. Isabella
now feels included and is much happier
at school.



Curriculum development

and assessment

Some children with epilepsy get tired quickly
and have difficulty concentrating over long
periods of time. As children progress through
school and are required to concentrate for
extended amounts of time, this can become a
problem. It is usually possible for a school to
include additional support arrangements for
students with epilepsy. The Epilepsy Smart
Australia website has a series of resources for
teachers to help them make small adjustments
to their curriculum and assessment processes.
If your child’s teacher is unaware of these
resources, it might be a good idea to let them
know they exist.

In most circumstances, requesting that your
child be given additional support such as longer
task completion times, short breaks or altered
information delivery methods, is reasonable.

Senior school exams

As your child nears the end of their secondary
schooling, things like end-of-year exams may
become a worry. Fortunately, state-based
education assessment authorities, such as the
Victorian Curriculum and Assessment Authority
(VCAA), have systems in place to support
students with epilepsy. These organisations are
committed to reasonably modifying standard
exam and end-of-year assessment conditions
for students with disabilities. To activate these
additional allowances, the external authority
will need documentation from your child’s
school, ideally showing the need for additional
support over several years. Talk to your
school as early as possible about getting this
organised. Even if your child has just started
secondary school, it is a good idea to have a
record of your child’s additional support needs
on file so that the school can demonstrate an
ongoing and legitimate need for consideration
to the authorities.
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Individual Learning Plans

Many students with epilepsy use Individual
Learning Plans. These plans are developed
in conjunction with the school and based on
assessing the student and their needs. An
Individual Learning Plan does the following:

o |dentifies the student’s areas of strength
and preferred learning style

e Accommodates their cultural identity

o Lists the skills that the student has already
gained in relation to the desired goal

e Lists short-term, measurable and
achievable goals

o Identifies a time-frame for reaching the goal

e Describes the teaching strategies that will
be put in place to support the child in
achieving their goals.

Talk to your school today if you feel your child

will benefit from an Individual Learning Plan.

Harassment and victimisation

All people have the right to live without
harassment and victimisation. If your child
experiences teasing or victimisation at school,
including name-calling, being left out of
activities or ‘teasing’, report the behaviour
immediately. Australian schools are legally
required to provide learning environments for
students that are free from teasing or bullying.
These requirements are set out in the Disability
Education Standards 2005. It is reasonable

to expect that your child’s school will take fast
action to address and stop the behaviour.
Processes should also be implemented to
ensure that your child feels safe to report
harassment and victimisation to a teacher
when it happens. As a parent/guardian, you
should expect the school to tell you how they
are dealing with the situation and how they are
working to keep your child safe.

Privacy

The decision to disclose a medical condition to

one’s peers is personal, and schools are legally
required to respect your child’s right to privacy.

Your child does not need to disclose their
medical condition to other students if they don’t
want to. Your child’s teacher should not place
their Epilepsy Management Plan or related
documents in a public space without your
permission. Nor should they try to engage your
child in a group conversation about epilepsy
without their prior consent and yours.

While there are advantages to having open
and educational conversations with the class
about epilepsy, your child should not be placed
at the centre of these. Instead, we encourage
schools to become ‘Epilepsy Smart Schools’
and access our freely available resources.

Making a complaint

Sometimes schools are not as helpful as they
could be. If you feel that you need to make

a complaint, the first step should involve
talking to the school directly and sharing your
concerns with them. Your child’s rights are set
out in both state and federal law; however,

in many cases, all that is needed is an open
conversation and an agreed action plan from
the school.

Following this conversation, if you feel that your
child’s rights are not being upheld, you can
write a letter or email to the school outlining:

e the alleged discrimination experienced by
your child

e the effect that the discrimination is having
on your child

e who you have spoken with at the school,
what was said, any actions that were
promised and that were/were not put in
place, and what impact they had

e what you would like the school to do now

o the time-frame in which you would like a
response.

If you cannot make any progress with

your child’s school, ask for a copy of their
complaints procedure and either continue to
follow that procedure or obtain advice about
making a legal complaint.



Involve your
child in
developing
their plan
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possible

Depending on whether you are in a
government or non-government school, you
can progress your complaint through their
regional offices. Your school’s Principal should
be able to provide you with a complaints/
grievance process that outlines the policy.

Legal advice

Epilepsy Smart Australia and its associated
local epilepsy organisations do not offer legal
advice. If you are still unable to resolve your
issue, you can seek legal advice about whether
you should bring a complaint to your state or
territory Equal Opportunity and Human Rights
Commission or the Australian Human Rights
Commission.

Complaints to commissions must be made
within 12 months of the discriminatory conduct
taking place. When you make a complaint, you
are lodging it on behalf of your child. After you
have lodged a complaint, a conciliation meeting
will be arranged between yourself and the
respondent. Neither commission has the power
to force the participation of the other side.

At conciliation meetings, the school’s lawyers
may also be present. For many parents/
guardians, this can be overwhelming.

The four key elements that must be set out
in the complaint are:

1. What is the basis of discrimination?
2. Describe the discrimination

3. Describe the effect or impact of the
discrimination

4. What outcome do you want to resolve
your dispute?

After you have lodged your complaint, either
commission may contact you for further
information. If you are not able to settle the
claim at the conciliation stage or you decide
not to go to conciliation, then you still have
the option of taking your claim further under a
range of state/territory or federal legislations.
You cannot bring your complaint under state
and federal law at the same time. Your child
does not need to participate in the conciliation
or court/tribunal proceedings.
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Other resources

Australian Human Rights Commission
National Information Service:

1300 656 419 or 02 9284 9888
www.humanrights.gov.au
https://humanrights.gov.au/our-work/disability-
rights/disability-discrimination

Disability Standards for Education 2005
https://www.education.gov.au/disability-standards-
education-2005

Government Departments — Education
ACT www.det.act.gov.au

NSW www.dec.nsw.gov.au

NT  www.education.nt.gov.au

QLD www.education.gld.gov.au

SA  www.decd.sa.gov.au

TAS www.education.tas.gov.au

VIC www.education.vic.gov.au

WA www.education.wa.edu.au

Headspace
Phone: 1800 650 890
https://headspace.org.au/

Kids Helpline
Phone: 1800 55 1800
https://kidshelpline.com.au/

To find out more about Epilepsy Smart Schools and
how you can access education and training for
educators in your state or territory, contact the
National Epilepsy Support Service on 1300 761 487.

This fact sheet is part of a suite of resources targeted
to both parents and teachers to assist students with
epilepsy in school settings.

The Epilepsy Smart Schools — A Practical Guide and
supporting resources provide information on how

a school can embed inclusive, safe and educationally
sound practices for students with epilepsy and,

in so doing, become ‘epilepsy smart’. The guide

and supporting resources can be accessed via
www.epilepsysmart.org.au

Epilepsy support

The National Epilepsy Support Service is available
Monday — Friday, 9.00am — 5.00pm (AEST) to provide
support and information across Australia.

Phone: 1300 761 487

Email: support@epilepsysmart.org.au

Lived experience

We recognise all people living with epilepsy

and the impact it has on their lives. We take a
moment to acknowledge the lived experience they
have shared with us. In sharing their stories, we
acknowledge the strength and resilience people
living with epilepsy have shown in the face of not
getting a fair go.

A medical note

The information contained in this publication
provides general information about epilepsy.
It does not provide specific advice. Specific
health and medical advice should always be
obtained from a qualified health professional.

Epilepsy Smart Australia Program National Epilepsy Support Service 1300 761 487 Website epilepsysmart.org.au
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The Epilepsy Smart Australia Program received funding from the Australian Government.

The information contained in this publication provides general information about epilepsy.
It does not provide specific advice. Specific health and medical advice should always be
obtained from an appropriately qualified health professional. This resource is CAL exempt.



