Living well with epilepsy

Around 250,000
Australians, or 1%
of our population,
live with epilepsy.
A diagnosis of
epilepsy does not
necessarily mean a
limited future.

Being diagnosed with epilepsy can be stressful and upsetting. You may
wonder how it will impact your daily life and what changes you will need to
make to your daily routine. The good news is that with good management,
most people who have epilepsy can live an active and fulfilling life.

Adjusting to your diagnosis

Adjusting to your epilepsy diagnosis can take time, and it is normal to experience
strong emotions such as sadness, anxiety, or a sense of helplessness. You might
worry about what changes you will need to make to your daily life or what it will all
mean for your family and life goals. Fortunately, with careful management, you will
likely be able to adjust to your diagnosis and live well with epilepsy.
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Around 70% of people diagnosed with epilepsy achieve
reliable seizure control with medication. This means that
they continue most of their normal activities, such as
working and participating in leisure activities. Learning
more about your particular epilepsy diagnosis is a great
way to help yourself adjust to life with epilepsy. It will
also help you to feel more in control. A good first step

is to talk to your doctor or call the National Epilepsy
Support Service on 1300 761 487.

Things to ask your doctor:

*  What types of seizures do | have?

*  What are the side-effects of my epilepsy
medication?

*  What should | do if | forget to take a tablet?
e Can | drink alcohol, coffee, or take other drugs?

e Can | drive, and are there any other risks or
restrictions?

Coping

People cope with being diagnosed with epilepsy in
different ways. While it might feel tempting to avoid
activities and social situations, staying active is better.
Research shows that people who make active choices
to manage their epilepsy cope much better than those
who try to ignore it or avoid the things they once
enjoyed.!
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Taking control

Taking control of your epilepsy involves monitoring your
seizure activity. Write down when your seizures occur
and what happens around that time. This may help you
to find a pattern in your seizures. It can also help your
doctor to identify any triggers. Try keeping a seizure
diary to record and track your seizures. You can also
keep a mood diary to help you express and monitor your
feelings around epilepsy.

Put your health first

Another way of taking control of your epilepsy is to
maintain a healthy lifestyle with good self-management.
This could mean making sure you get enough sleep,
cutting back on alcohol or recreational drugs, eating
well, and avoiding places or things that are known to
trigger your seizures.
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Take your medication

Medication is an important part of good seizure control.
Make sure that you take your medication on time and as
prescribed. Try to make taking your medication a part
of your normal routine and do it at the same time every
day. Some people find it helpful to use a Webster pack
or diary to help them remember their medication.

Take care of your mental health

Taking care of your mental health is important. If you

are feeling low, reach out for help. Many people find

that connecting with other people who have epilepsy is
helpful. This can be done through online or in-person
support groups. Professional help is also available and
can be accessed through your G.P., a mental health
phone service or through the National Epilepsy Support
Service. Self-help techniques are also effective for many
people. Be sure to get enough exercise and try activities
such as mindfulness and relaxation classes or apps.

Manage your risks

People who have seizures that cause them to lose
consciousness can risk injuring themselves and others.
This is especially the case if the person is driving or
engaging in activities around water, fire, heights, or
machinery. There are strict rules about the length of time
you need to be seizure-free before you are allowed to
drive. Contact the driver licensing authority in your state/
territory for information and advice about driver eligibility
and fitness to drive. Also, be sure to have a responsible
person with you if you are swimming or participating in
activities involving machinery, heights, water, or fire.
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Have an Epilepsy Management Plan

Epilepsy Management Plans (EMPs) help your family,
friends, and people at your school or work identify
seizure activity and respond correctly. To find out about
EMPs, contact the National Epilepsy Support Service.
You might also consider wearing a medical |.D. necklace
or bracelet or carrying an epilepsy |.D. card in your
wallet. This can help others to help you appropriately.

Epilepsy support

The National Epilepsy Support Service (NESS) 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.
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