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Learning Objectives

What is a DEE?

Why do DEEs happen?

Why are seizures so hard to control?

Why is treating seizures simply not enough?

What is in store for a hopeful future?
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What is a DEE?
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Frequent seizures and/or
abnormal EEG activity (“spikes”
or “sharps”)

Slowed development or loss skills
The underlying cause also

contributes to developmental
challenges



Defining the Concepts
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Why do DEEs happen?

Developmental and eplllopuc encephalopathies
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Why are seizures so hard to control in DEEs?

The underlying problem remains! DONTYOUHATE
e Most ASMs: ‘.

»Simply reduce seizures

» Do not correct the underlying cause

£
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'AND L) fAllS lllST FALLS'OUT




Why are seizures so hard to control in DEEs?

Epilepsy and Intellectual disability in DEE
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Malformations of cortical Metabolic disorders Synaptopathies Channelopathies
development

Many different biological mechanisms

® Brain development pathways
e Synapses

e Neurotransmitters

e Sodium or Potassium channels

Medyanik A et al, 2025




Why are seizures so hard to control in DEEs?

Children’s brains are constantly growing!

e Seizure types change .9 ® @ @Q@

o Medicatlon responses Change Birth 1year 3 years 5years 7years 10years Adult

25% 70% 85% 92%  95% 98% 100%




The Road to Seizure Control in DEEs

The Power of the Right Diagnosis

One at a Time: Less Chaos, More Clarity

Start Low, Go Slow

Less Is More "AND-THIS PORRIDGE
IS JUST RIGHT, “SAID
OLDILC .

Finding the Sweet Spot (Does not happen Overnight!)

No Permanent Enemies



Why is treating seizures simply not enough?

DEEs
What people can see?

SEIZURES




What Gives Me Hope?

Focal epilepsy
Autoimmune with MRI-
Congenital detectable
lesions lesions
Targeted drugs:
Fenfluramine, Ganoxolone,

Everolimus

2014 paradigm

Thomas RH & Berkovic SF, 2014



Together, We Create Hope

Hope is NOT for every seizure to
disappear BUT

Hope is: Every Child is Umque

Finding the right diagnosis

Finding newer therapies
And So Is Their DEE
Celebrating every gain, big or small

Seeing a child more alert, comfortable &
engaged




