RARE EPILEPSIES: Lennox-Gastaut Syndrome (LGS)

Living with

Lennox-Gastaut Syndrome
A severe childhood-onset developmental and epileptic
encephalopathy,1,2 characterized by different types of seizures
as well as serious impairment of neurodevelopmental,
cognitive, and motor functions3
Safety concerns for
patients with LGS
LGS is characterized by
many different seizure
types. These seizure
types—tonic, atonic,
generalized tonic-clonic,
atypical absence and
myoclonic—may result
in frequent falls, injuries
and “drop attacks” that
can involve the head
or the whole body.1,3
Moreover, the cognitive
impairment of patients
with LGS may impact
their speech. Some
patients with LGS can
only use non-verbal
communication10 and
this may put patients in
a position of an increased
risk of entering into
potentially dangerous
situations, if not properly
supervised.11 Importantly,
families and caregivers
may need to take
appropriate precautions,
to ensure their loved
one diagnosed with
LGS is safe.11

What is LGS?
LGS is a rare, severe form of epilepsy that typically starts
during childhood and that persists into adulthood.4 Approximately
50% of infants with a severe developmental and epileptic
encephalopathy (DEE) evolve over time to LGS. 5
LGS has far-reaching effects beyond seizures; issues with
communication, psychiatric symptoms, sleep, behavioral challenges,
and mobility are common.6 Patients with LGS also experience
developmental slowing, plateauing or regression, culminating in
cognitive impairment.7
People with LGS are typically on multiple therapies and are often on
three or more antiepileptic therapies at one time. However, seizures
largely remain uncontrolled on currently available medications. 8
Sudden unexpected death in epilepsy (SUDEP) is a major concern
for patients with LGS. 9

Burden of disease
• Multiple, uncontrolled seizure types 3
• Moderate to severe intellectual disability 12
• Behavioral disorders (aggression, hyperactivity, or autistic spectrum) 1
• High rate of seizure-related injuries 10
• Long-term disability, and early mortality 13
• Persists through childhood and adolescence to adult years 14

Reduced quality of life and impact of LGS
on parents/caregivers and families
The associated intellectual and behavioral problems, as well as
around-the-clock care requirements, add to the complexity of life
with LGS.8 LGS has a broad and dramatic impact 1 on the lives of patients
and their caregivers due to the severity and frequency of treatmentresistant seizures, as well as co-morbidities and symptoms experienced
by patients, including cognitive impairment, developmental delays,
and behavioral problems. Nearly all adults with LGS are unable to live
independently,1 with many unable to walk, even with support.15

LGS impacts the entire family—parents, caregivers, and siblings—including:16
• Stress and anxiety (especially if/when
seizures will occur, the future prospects
of the individual with LGS, and the social
stigma associated with the condition)

• Restriction of social life and relationship problems
between partners and other family members

• Feelings of isolation, which can
lead to depression

• Sibling isolation and neglect

• Physical exhaustion, chronic
fatigue, and sleep deprivation

• Financial concerns 13

LGS by the numbers:

How is LGS treated?

30K-50K

• Treatment options vary for

is the estimated
number of patients
with LGS in the U.S.8

95%

of patients
experience cognitive
impairment within 5 years
from the onset of epilepsy 3

3-4%

of all childhood
epilepsies are
diagnosed as LGS 17

patients with LGS, and none
have been shown to eliminate
seizures in all patients. Several
ways to treat LGS include a
combination of anti-seizure

25.4%

of patients with LGS
cannot walk, even
with support 15

medicines, dietary therapy,
surgery, neuromodulation, and
other management issues.18
• Patients are often uncontrolled
after multiple therapies.8
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