Lennox-Gastaut Syndrome
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What is Lennox-Gastaut Syndrome?

Lennox Gastaut syndrome is a rare form of epilepsy. It usually starts in early childhood between the
ages of one and seven years. Children with Lennox-Gastaut syndrome experience frequent and
multiple seizures. They may also experience behavioural, intellectual, and developmental challenges.
Lennox-Gastaut syndrome is difficult to treat because the seizures cannot be easily controlled with
medication.

F

Diagnosis Types of seizures
Lennox-Gastaut syndrome accounts for only 2-5% of Children with Lennox-Gastaut syndrome often have
childhood epilepsies. For a child to be diagnosed with more than one seizure each day. It's also common for
Lennox-Gastaut syndrome, three things need to be them to have different types of seizures. The three most
detected by a specialist: commonly experienced seizures are:
1. Multiple seizure types (usually tonic, atonic, and e Tonic seizures, causing muscle stiffness, and
atypical absence seizures). spasms
2. Acharacteristic EEG brain wave pattern — which e Atonic seizures, causing muscle limpness, falls or
usually appears as a slow ‘spike and wave’ injuries
formation. e Atypical absence seizures, causing moments of
3. Intellectual, behavioural, or developmental unconsciousness and unresponsive staring.
problems.

Some seizures can be hard to notice, and seizures will
Before a specialist makes a diagnosis of Lennox- be worse if your child is tired.
Gastaut syndrome, they need to carefully rule out other
epilepsy syndromes and conditions which are treatable

and respond to medication. Epilepsy
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Behaviour

Children with Lennox-Gastaut syndrome can find it
difficult to pay attention and concentrate. They can

also find it hard to understand information. Sometimes
this looks like they are behaving poorly or not doing
what they are told. Taking the time to understand your
child’s abilities is an important part of managing their
behaviour. In some cases, certain medications can help
to improve their attention, concentration and sleeping
patterns.

Learning

Learning can be hard for children with Lennox-
Gastaut syndrome. Most children with Lennox-Gastaut
syndrome will need an Individual Education Plan
(IEP), and a different curriculum that is suited to their

abilities. Sometimes, a child’s learning and development

difficulties are only noticeable after they have started

having seizures. It's important to get learning support as

soon as possible.

Causes

We still don’t know what causes Lennox-Gastaut
syndrome. Research is currently underway to identify
possible genetic causes of the condition.

Treatment

Lennox-Gastaut syndrome is difficult to treat. Your
specialist may suggest the following options:

* Medication. The first step is to try anti-seizure
medications. These are not usually effective by
themselves. Two or more medications may be
needed, and even then, seizures may not be well
controlled.

* Dietary therapies. Dietary therapies are sometimes
used to help control seizures. These therapies
are used along with seizure medications. Low
glycaemic diets and ketogenic diets are sometimes
recommended. It's important to talk to your child’s
specialist before making any decisions around diet.

* Surgery and devices. In rare cases, brain surgery
may be suggested to help reduce atonic seizures.
In other cases, a Vagus Nerve Stimulation (VNS)
device which is implanted in the chest or neck may
be considered as a way of reducing seizures.
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What is the long-term outlook?

As children with Lennox-Gastaut syndrome grow

older, their seizures change. In most cases, they
outgrow atonic seizures and begin to have focal

and/or generalised seizures. Focal seizures are the
most common seizure type among teens who have
Lennox-Gastaut syndrome. Adults with Lennox-Gastaut
syndrome usually need high levels of support.

Other resources

Families of children with Lennox-Gastaut syndrome
need support, especially as their child ages. Accessing
support can help to improve your child’s quality of life.
It can also help to give other family members some
down time. Here are some helpful resources where you
can find support:

e Medical (More info...)

e Financial (More info...)

e Educational (More info...)

* Respite services (More info...)

* Epilepsy information line: 1300 761 487

Epileps
@Srnarg y
Australia

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

Phone: 1300 761 487

Email: support@epilepsysmart.org.au

Epilepsy support

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.

Information provided in this document is for education and training purposes only and not for the provision of medical
advice or clinical care. To the maximum extent permitted by law, the Epilepsy Foundation is not liable for any loss,
damage, liability, cost or expense (including any legal cost and expense) arising directly or indirectly from the use of this
information in connection with the provision of medical advice or clinical care.
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