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• Tuberous Sclerosis Complex (TSC) is a leading cause of 
genetic structural epilepsy in childhood and is often 
drug-resistant.

• Variations in care are understudied, including pre-
surgical evaluation, recommended surgical 
treatments, the use of palliative resections, and 
surgical outcomes.

• Children 0-18 years of age with TSC were included 
from the PERC Epilepsy Surgery Database, a 
prospective cross sectional study enrolling patients 
undergoing epilepsy surgery evaluation at 20 US 
pediatric epilepsy centers.

• Predefined variables collected included 
demographics, epilepsy characteristics, presurgical 
treatment, epilepsy evaluation, goal of surgery 
(palliative vs definitive), and outcome of surgery.

• Data was obtained from database initiation in 1/2018 
to present 5/2021.
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Type of Surgery Performed (n=16)

Lesionectomy
Lobectomy
Laser interstitial ablation
Corpus callosotomy
Cortisectomy
Vagus nerve stimulation (VNS)
> one of the above
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METHODS

Children in database: 
1037

Children with TSC:
36

Patient and Epilepsy Characteristics

Median duration of 
follow-up is 7.5 
months (IQR 1-10.4).

Ten children have at 
least 6 months of 
follow-up since 
epilepsy surgery  
(range 6-27 months).

Age at seizure onset (median) 0.3 years (IQR 0.3-0.65)

Age at failure of second ASM (median) 1.5 years (IQR 0.9 – 4)

Age at referral for current phase I (median) 4.1 years (IQR 2.0 – 9.1)

# of failed ASM prior to phase I  (median) 4 (IQR 2-5)

# with history of prior epilepsy surgery 9 children

• No additional testing after phase I evaluation in 15 (42%)
• Additional testing (MEG, PET, and / or SPECT) completed in 21 (58%)

• MEG (11), PET (11), SPECT (7); 2 modalities (4), 3 modalities (2)
• Surgery offered in 25 (69%) 

• 1-stage surgery in 11 (31%) 
• 2-stage surgery in 15 (42%) with stereo-EEG completed in 10
• One child offered either a 1-stage or 2-stage surgery
• Intent of surgery palliative in 10 (63% who underwent surgery)

• Reason surgery not offered: inadequate data (4), multifocal onset (3), 
risk of injury outweighed benefit (2), > one of these (3), not reported (4)

ASM: antiseizure medication

Seizure free:
20%

≥50% 
reduction: 

30%

<50% 
reduction:

40%

Add’l
surgery:

10%

• Children with TSC referred for consideration of 
epilepsy surgery have an early onset of epilepsy and 
early drug-resistance.

• The extent of pre-surgical evaluation and additional 
testing after phase I evaluation is variable.

• Surgery is often intended to be palliative and most 
often consists of focal resections.

• Ongoing follow-up of this cohort will provide insight 
into potential benefits of palliative epilepsy surgery in 
children with TSC.


