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What is Epilepsy?

Epilepsy is a Neurological condition and is diagnosed by a medical specialist
after a person experiences at least two unprovoked seizures.

What is a Seizure?

A seizure is a burst of uncontrolled electrical
and chemical activity in the brain that can
affect a person’s movement, behaviour,
sensation, and level of consciousness.
People with epilepsy can have a wide range
of seizure types. Every person’s seizure
experience is different, and not all seizures
are alike. However, the patterns of seizures
tend to be consistent with an individual.

Not everyone who has a seizure has epilepsy.

What causes seizures to occur?

A seizure happens because the brain’s
electrical signals get mixed up. Normally,
the brain sends signals to control the body.
But during a seizure, these signals become
out of control. There are many causes

of seizures — such as brain injuries or
infections, autoimmune disorders or genetic
abnormalities.

What Medical tests might be
suggested after a seizure?

1.

Electroencephalogram (EEG) - a test that
measures electrical activity by attaching
small metal discs to the scalp to record
brain waves

Magnetic resonance imaging (MRI)
- imaging technique to create detailed
images of body organs/tissue

Neurological assessment - a group of
questions and tests to check for disorders
of the nervous system

Blood test / Genetic testing - which
involves extracting DNA and analysing for
changes in genes.
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What are different Types of
seizures?

There are two main groups of seizures —
focal and generalised. The difference
between the two groups is the location
of the uncontrolled electrical activity.

Focal Seizures

Start in one part of the brain and affect the
body function controlled by that part of the
brain. Focal seizures are then classified
based on the level of consciousness.

Focal Preserved Consciousness Seizures
People who have focal aware seizures are
awake, alert and able to recall things during
the seizure. Some people who experience
focal aware seizures may also experience
involuntary arm or leg jerking or odd
behaviours such as fiddling with clothing
and or tapping of fingers.

Focal Impaired Consciousness

This is when a person’s level of
responsiveness is weakened or changed
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making the person sometimes appear
confused and dazed. They may also display
strange repetitive actions such as finger
tapping, fiddling with clothes chewing or
lip-smacking movement with their mouth or
uttering unusual sounds and sometime words.
As they recover, they may appear confused
and drowsy and may have no memory of the
seizure. This seizure type can be mistaken for
someone being drug or alcohol — affected or to
be having a psychiatric event.

Focal to bilateral Tonic-clonic seizure

This is a seizure that begins in an area of

one side of the brain (Focal) and then spreads
to include both sides of the brain (bilateral).
This is a seizure that may begin with an aura or
a focal aware seizure then will spread to both
sides of the brain causing convulsions (jerking).

Sometimes people who experience focal
preserved consciousness and focal impaired
consciousness seizures may experience a
warning also known as an ‘aura’. Auras are
often very brief but can happen as a group
(cluster), meaning they occur closely together
more frequent than usual for a person.



These auras can include:
* Unpleasant taste or smell

* Asense of déja vu (feeling like you have
experienced something similar before)

* Feeling nauseas (sick)

* Feeling of anxiousness, nervousness —
associated with a physical feeling in your
stomach (butterflies in your stomach)

Generalised Seizures

Generalised seizures involve the whole
brain. There are many types of generalised
seizures some of which have convulsive
(jerking) movements and some that don't.
The Convulsive (jerking) seizures can involve
stiffening and jerking of arms and legs.

The non — convulsive (no jerking) can be
harder to notice and include staring or an
unusual movement.

Absence Seizures

Absence seizures usually occur more in
children and younger people (adolescences/
teenagers). It is often mistaken for
daydreaming. This seizure begins suddenly
and cannot be interrupted. A person may
seem to suddenly stop what they are doing,
stare blankly, and may also flutter their eyelids
or move their eyes to one direction.

They are usually very quick and easily missed
as the person recovers quickly and can usually
go back to what they were doing. They can
however occur many times in a day and can
cause disruption to a person’s learning.

Myoclonic Seizures

Myoclonic seizures are often brief lasting no
more than a few seconds. They are rapid
movements/ jerks of a muscle or a group of
muscles. It can present withe just one jerking
movement, but sometimes many can occur in a
short time. The brief jerk of the body can result
in the person dropping what they are holding,
or they may fall however this is less common.
When the myoclonic seizure ends the person
can usually go back to what they were doing
as they are awake and able to think clearly.

Atonic Seizures

Atonic seizures are when muscles in part or
the whole of the body become limp. If standing
the person will often fall which can cause
head and facial injuries. To minimise risk, it is
often recommended that the person wear a
helmet. These seizures are usually very quick
15 seconds. They also may be referred to as
“drop seizures”.

Tonic Seizures

Tonic Seizure is when the body, arms or legs
become very stiff due to the normal tone in the
body being greatly increased. They can occur
as a single seizure or can occur in a group
(cluster). They are more common to occur
during sleep and usually less than 20 seconds.
The person once the seizure is finished can
be sleepy and confused. A person may fall if
standing, therefore some people may have to
wear a helmet to prevent head injuries. They
also may be referred to as “drop seizures”.

Tonic-clonic Seizures (convulsivel/jerking)
This seizure combines the Tonic phase (all the
muscles stiffening) where air is forced past

the vocal cords causing a cry and or groan,
the person loses consciousness falling to the
ground. The person may bite their tongue or
cheek if this does occur the persons saliva
may look bloody. Moving into the Clonic

phase (convulsive/jerking) the arms and legs
will jerk rapidly in a rhythmic movement.

The person may have a build-up of saliva
around their mouth or may just dribble.

They will be unresponsive and may have a
blue face and or mouth(lips). Some people do
lose bladder and or bowel control as their body
relaxes. As the person becomes slowly aware
they may be confused, drowsy and or agitated.

This seizure generally last from 1 — 3 minutes.
It is important that if the seizure last longer
than 5 minutes they require immediate medical
attention. Injury can occur if they have hit
nearby objects, they are restrained, or anything
is forced into their mouth.
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Convulsive Status Epilepticus

This is when a person has a prolonged Tonic-
clonic seizure lasting longer than 5 minutes.
Aso when repeated Tonic-clonic seizures occur
without recovery of consciousness in between
and lasting longer than 5 mins. This seizure
type requires immediate emergency treatment.

What causes seizures to occur?

Seizures can be caused by something known,
like a stroke, infection, or low blood sugar;

or sometimes, seizures happen without any
known cause. Where Doctors cannot find

the cause of their seizures at first, more tests
may be needed. New medical technology
and genetic testing is helping doctors find
causes more often.

What is a seizure ‘trigger’?

Understanding what brings on (triggers) a
seizure can help you predict when a seizure
might occur and you may be able to reduce
your chances of having a seizure. Your seizure
triggers will be unique to you, and some people
cannot identify their seizure triggers.
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Common seizure trigger include:

* missing your medication

* illness and fever

* not getting enough sleep

* periods and hormones

* feeling stressed

* over the counter medications

e drinking alcohol

* photosensitivity (flashing lights)

e skipping meals

Is there treatment for seizures?

Yes, there are treatments for seizures.
Finding the right treatment is important and
requires help from a specialist doctor.

Many people with epilepsy also have other
health problems and take other medicines.
Your specialist will think about this when
planning your epilepsy treatment.



Types of treatment:

Anti-seizure medication (ASM)
*  Most people with epilepsy take ASM.

e About 70% of people can control their
seizures well if they take it correctly.

e There are many different types of ASMs,
and it is important to work closely with
your doctor to find the right one for you
and discuss any side effects or questions
you may have.

Emergency medication

* If you have many seizures or seizures
that last a long time, your doctor may give
you emergency medicine.

*  You will also get an Emergency
Medication Management Plan (EMMP)
from your specialist.

*  Your local Epilepsy Organisation can
provide training to help you feel confidence
in administering this medication.

Diet
¢ |f medications don’t work alone, doctors
might suggest special diets.

* These do not replace anti-seizure
medications.

e If the diets are effective in reducing
seizures, your doctor may reduce or
modify your anti-seizure medications.

* To explore dietary therapy, talk to your
specialist, as you will need a special
doctor and dietitian to make sure the
diet is safe and works well.

Surgery

* In some cases, seizures are caused by
a problem in a small part of the brain.

¢ |f the doctor can remove this area, seizures
may stop.

*  The doctor will explain whether surgery
is a good choice for you.

Always follow your doctor’s instructions and
ask questions if you do not understand.

Can all doctors treat seizures?

Neurologists (brain doctors) or paediatricians
(children’s doctors) usually make the diagnosis
and treatment plan. Sometimes, people need
to see a specialist, called an epileptologist, if
their seizures are not well controlled. If you
are unsure about your treatment, you can talk
to a staff member from the National Epilepsy
Support Service for more help.

Is it normal to feel tired and worried
after a seizure?

Yes, it is common. Many people feel tired,
sleepy, confused, angry, sad, or worried after

a seizure. Some people only remember parts
of their seizure.

Feeling confused after a seizure can last for
hours, days, or sometimes weeks.

If you lose consciousness during a seizure,
you may hurt yourself or others. This is
especially dangerous when:

e Driving a car

* Being near water (swimming or bathing)

* Being near fire (cooking or using heaters)

* Being at heights (climbing or working on
ladders)

* Using machines or tools

Important safety information

e There are strict rules about when you can
drive again after a seizure. You must be
seizure-free for a certain time.

e Contact your state or territory driver
licensing authority to learn the rules and
see if you are allowed to drive.

e Always have a responsible person with
you when swimming or doing activities
with machinery, water, fire, or heights.

This will help keep you and others safe.
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Are seizures dangerous?

Seizures are different for each person.
Learning about your epilepsy can help you
and your doctor manage it better.

How to manage your epilepsy:

Talk to your doctor
* Ask your doctor to explain your epilepsy.
e Write down important information.

e If you don’t understand something, ask again.
It is important to understand your condition.

Keep track of your seizures

*  Write down when you have a seizure,
what type it is, and how long it lasts.

* ltis also helpful to write down any potential
‘triggers’ - that is, situations/environments
that may increase the likelihood of seizures —
such as poor sleep, stress, heat etc.

*  You can use:

- A notebook
- A Seizure Record Form
- An app like Seizure Tracker

Ask for help if needed
* Someone can help write down details for you.

* They can also record a video of your seizure.
This helps your doctor understand your
seizures better.

Keeping a record of your seizures helps you and
your doctor find the best treatment

We are here to support
the health and wellbeing
of people living with and
impacted by epilepsy.
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Who can give information about
seizures?

The National Epilepsy Support Service can
help people with epilepsy in Australia.

* Open hours: Monday to Friday,
9:00 AM to 5:00 PM (AEST)

*  Phone: 1300 761 487
* Email: support@epilepsysmart.org.au

Ask for help to communicate in your language.

IMPORTANT: THIS IS NOT AN EMERGENCY
SERVICE. CALL 000 FOR A MEDICAL
EMERGENCY.

How can the Support Service help?
The Support Service can:

Give easy-to-understand information
about epilepsy.

Provide helpful resources like:

- Epilepsy Information Sheets

- Epilepsy Management Plans (plans to
manage seizures)

- Education and training for carers and
support workers

Help you:

- Link with other support services aligned
to your needs and goals.

- Make a plan for managing epilepsy and
emergency situations.

- Train your support network to give
emergency medication safely.
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Frequently Asked Questions

1. Can |l work if | have epilepsy?
Yes. Many people with epilepsy can
work. You may need some adjustments
depending on your seizures. You are
protected by anti-discrimination laws
at work.

2. Can my child go to school if they
have epilepsy?
Yes. Children with epilepsy can go to
school. Schools can support them with

an Epilepsy Management Plan and help

to identify what other supports they
may need.

3. What is an Epilepsy Management
Plan (EMP)?
An EMP is a document that explains a

person’s seizures, triggers, what to do in
an emergency, and how to support them.

4. Is it safe to swim?
Yes, but only with safety steps. Always
swim with someone who knows about

your epilepsy and what to do if you have

a seizure.
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Can | drive if | have epilepsy?

You may be able to drive if you have
been seizure-free for a certain period.
This depends on your state or territory
laws. Check with your doctor and
driving authority.

How do | manage the emotional and
mental health impact of epilepsy?
Living with epilepsy can be stressful.

It's okay to ask for help. You can talk to

a psychologist, epilepsy nurse, or support
group. Taking care of your mental health
is important.

. Is it safe to live alone?

Yes, some people with epilepsy live alone
safely. It depends on your seizure type
and frequency. Safety tools like alarms

or medical alerts can help.

. Are side effects from anti-seizure

medication common?

Yes, side effects can happen, especially
when starting or changing medication.
Common side effects include tiredness,
mood changes, or dizziness. Always talk
to your doctor if you have concerns.



9. Do | need to disclose that | have
epilepsy in my workplace?
You don’t have to tell your employer
unless your epilepsy may affect your
safety or the safety of others. But telling
them can help them support you with
reasonable adjustments.

10. If my seizures stop, can | stop
taking medication?
Possibly, but only under your doctor’s
advice. Some people may come off
medication after being seizure-free for a
few years, but this must be done slowly
and with medical guidance.

11. Is epilepsy something | can grow
out of?
Some children with epilepsy grow out
of it, especially if they have certain types.
But others may continue to have epilepsy
into adulthood. Your doctor can help
explain your situation.

12. What is emergency medication?
Emergency medication is used to stop
a long seizure or a cluster of seizures.
It includes medicines like midazolam
or diazepam and is usually given if a

seizure lasts more than 5 minutes.

13.

14.

15.

Can | get training at my child’s school,
so | know they are being taken care of
properly when I’m not around?

Yes, your local Epilepsy organisation can
talk to you about tailored training sessions
for your child’s school. Please call on
1300 852 853 to discuss your needs.

Can | confidentially speak with
someone on how | feel about

my/my child’s diagnosis?

Speaking to someone about an epilepsy
diagnosis is really important as it provides
a listening ear to reduce isolation,
validate feelings and provide greater
understanding about epilepsy. Your local
epilepsy organisation can speak with you
confidentially and/or link you in with other
people who have a lived experience of
epilepsy to speak with.

I/My child has a rare epilepsy who
can | speak with?

Please reach out to your local epilepsy
organisation on 1300 852 853 who can
assist with information, peer connection
and referral support as needed.

@Epilepsy
Smart
Australia



10

Seizure first aid

Tonic-clonic (convulsive) seizure

A tonic-clonic seizure involves loss of consciousness, muscle
stiffening,falling, and jerking movements.

¢ Record the time and duration of the seizure.

* Remove any objects that could cause injury.

* Do not try to stop the jerking or put anything in their mouth.
* Protect the head with a pillow or jacket.

* As soon as possible, roll the person onto their side. You may
need to wait until the seizure movements have ceased.

* Talk to the person, assessing their return to full
consciousness.

e Stay with and reassure the person until they have recovered.
Seizure with impaired awareness

This is a non-convulsive seizure. The person may show signs
of confusion, unresponsiveness or unusual movements or
behaviour.

* Record the time and duration of the seizure.
* Avoid restraining the person and guide safely around objects.

* Talk to and reassure the person while monitoring their
response.

e Stay with the person until they have recovered.

Diagnosing epilepsy
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Wheelchair seizure first aid

A person with epilepsy will have an Epilepsy Management Plan.
The plan will advise youon how to assist and support them if they
have a seizure in a wheelchair.

Steps to follow:

¢ Record the time and duration of the seizure.

* Leave the person seated in the wheelchair and secure the
seat belt where available.

* Do not try to move them unless their Epilepsy Management
Plan says so. Moving them could cause you or the person
to get injured.

* Make sure the wheelchair brakes are on and secure.

* Remove any nearby objects that could cause harm, where
possible.

* tilt the person’s hean into a position that keeps their airways
clear. This may include turning the head to the side to allow
excessive secreations to drain.

*  Support their head with something soft if there is no moulded
headrest.

e If available, recline the wheelchair using the tile/recline
function. Avoid tilting the wheelchair from the wheels.

* Do not try to restrain the person or put anything in their mouth.

* Do not try to bring them around or give them anything to eat or i
drink until you are sure that they have completely recovered. e

* Reassure the person and let them know you will stay

ith them until they recover or the paramedics arrice if
an ambulance needs to be called.
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What do these words mean?

Focal Seizure starts in one part of the brain

Generalised Seizure affects both sides of the brain

Tonic Muscles become stiff

Clonic Muscles jerk rhythmically

Myoclonic Quick muscle jerks

ATonic Sudden loss of muscle tone (body goes limp)

Impaired awareness Person is confused or not fully aware during the seizure
Convulsion Uncontrolled shaking or jerking movements

CALL 000 FOR AN AMBULANCE

If it is their first seizure.
If you do not know the person or if there is no Epilepsy Management Plan.
If the seizure lasts for 5 minutes or more.

If the seizure stops, but the person does not regain consciousness
within 5 minutes.

If another seizure begins.
When a serious injury has occurred.

If the person was eating or drinking, or there is food, fluid or vomit
in their mouth.

If the seizure occured in water.

If you believe the person is pregnant or has diabetes.

L
Emergency Services 000 National Epilepsy Support Service 1300 761 487 Website epilepsysmart.org.au
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