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Topics today

• Key items to discuss with your neurologist about 
seizures and epilepsy

• Question and answer time



Key items to discuss with your Neurologist

• Review current treatments

• Create seizure plans for home and for school

• When to call your neurologist 

• When to see your neurologist

• Procedures/therapies/referrals that should 
be done or discussed for your child



Review current treatments

Suggested questions for your neurologist:
What is the treatment plan for this medicine?

Q: What is the starting dose? 
A: usually in mg/kg/d

Q: When should it be increased or decreased (how soon should I call 
you)? 

A: usually depends on the half-life of the drug
Q: what are the side effects to watch for? Any that need additional 

testing? Can this medicine be used for an extended period of time?
A: Rash. Sedation. Irritability? Blood or liver toxicity? Other 

toxicity?
Q: How will we know if the medicine is working? Do we need another 

EEG to follow this? When? How do you want me to keep a diary?
A: EEGs are more accurate for reporting seizure frequency than 

parental or self report. Keeping a diary is the next best thing. There is an 
app for that: seizuretracker.com



Create Seizure Action Plans

What do I do? 

• Safe place, don’t panic

• Tummy or side, nothing in mouth

• Time it

• Video it

What do I tell others (family/friends/care-givers)?

What are rescue medications? When are they given? What 
are the side-effects?

When do I call 911? Go to ER?

When do I call the neurologist?



Rescue medicines

IR Valium (“Diastat”)

IN midazolam (“Versed”)

• Key side effects: sedation and respiratory depression

• Which is better?

• How do I use this? Can you show me? (practice)

• When to use? (discuss with neurologist)

• When to repeat?

• When to call 911?
 First use ever?

 Repeated use?



Seizure Action Plan
For School/daycare

Goals:
Seizure first aid
When to use rescues
When to call 911



SUDEP: Sudden unexplained death in 
epilepsy.  Is my child at risk?

“>20% of patients with childhood-onset epilepsy who fail to achieve long-term
seizure freedom will die of SUDEP within 40 years of follow-up (Sillanpaa & Shinnar, 2010).”

Risk factors
• Medically refractory pediatric epilepsy
• Generalized tonic-clonic seizures
• Anticonvulsant withdrawal/changes?
• Post seizure? Nocturnal seizures? 
• Prone position while sleeping?
• Arrhythmias?
• Link to anticonvulsants/polytherapy controversial but unsupported 

Prevention
• Unknown
• After seizure:  Repositioning? Supplemental oxygen?
• EKG? Diagnostics?
• Lattice pillows?
• Monitoring?

Research
• Do we need a registry? Harvard Brain Bank/Alica Goldman/Baylor/Houston

Rylvin, 2013



When to call your neurologist

• When you are concerned! 

• When you see something unexpected!

• Worsening seizure duration or frequency. Ask them to 
clarify.

• Worsening side effects of medications. Ask them to 
clarify.

 Emergencies

Status epilepticus: seizures longer than 5/10/15 
minutes, or clusters without regaining consciousness over 
30 minutes, not responding to rescue medications: call 911. 

Ask neurologist to clarify.



What to tell your neurologist

1) The medicines currently taken and the doses you are giving.

2) Side effects you are concerned about

3) Spell characterization. 

• How many types of spells?

• Time/action of day? (before sleep)

• What happens first? (rhythmic movements, scream, 20 s)

• Then what? (extension of arms, flexion of legs, eyes open and 
turned to right, 30s)

• Then what? ( cluster of 8 spasms, 5 min)

• Then what? (stops, sleeps for 1 hour)

• Total duration. Color change? Emesis?

• How often (three times daily for last 3 weeks, was monthly, 
here is my calendar…)



When to see your neurologist

If seizures are controlled: every 6-12 months, depending on medication 
monitoring
If seizures are not controlled: every 0.5-4 months, depending on 
medication monitoring
When you go:
• Take your list of questions (keep a binder)
• Take your seizure calendar 
• Take your medicine bottles
• Take your cell phone with spell videos

Before you leave the office:
• Get a written after-visit summary of instructions that answers your 

questions
• Request copy of visit note sent to you (to keep in your binder)
• Request copy of EEG or other results sent to you (to keep in your 

binder)



When to see your neurologist (cont’d)

How about an EEG? 

• Prolonged (1-3 days) is better, if the goal is to capture a 
spell.

• When spells change in character or frequency
 Are they really seizures? (Rett spells)

• Yearly, perhaps less if seizures are controlled
 Has the background changed? Are there seizures during sleep 

that are being missed?

 Unexplained regression?

 Are we missing anything?



When to see your neurologist (cont’d)

MRI?

Probably not, unless specifically indicated for other reasons.

Other tests?

• Spine films if scoliosis observed

• EKG? SUDEP prevention? We don’t know: I suggest yearly.

What else?

• Have you seen a genetic counselor or geneticist? Did the 
neurologist/diagnosing physician answer all of your questions 
about the genetic basis of the diagnosis?

• Rehabilitation, ophthalmology, GI

• Therapy referrals

• Equipment needs

• Seizure action plan for school

• How much will my medicines cost? (GoodRX.com)



Medication guidelines

Avoid multiple (>2-3) medications; 3 is ok if there is a plan 
to get rid of one.

Rett: valproate? avoid levetiracetam? 

CDKL5: valproate? Valproate + clobazam?

“Only the right dose differentiates between a poison and a 
remedy”

Paracelsus, 1493-1541





What about herbal/natural remedies?
(See session later today!)

There is no data to support the use of CBD as an anticonvulsant.  There is data that 
demonstrates CBD lowers IQ in the developing brain.
Statement from the American Epilepsy Society:
The use of marijuana for various medical conditions, including epilepsy, has received increasing 
attention in the popular media. While there are some anecdotal reports of marijuana use in treating 
epilepsy, scientific evidence for the routine use of marijuana for this indication is lacking. The lack of 
information does not mean that marijuana is ineffective for epilepsy. It merely means that we do not 
know if marijuana is a safe and efficacious treatment for epilepsy. Healthcare professionals, patients, 
and caregivers are reminded that use of marijuana for epilepsy may not be advisable due to lack of 
information on safety and efficacy, and that, despite some states legalizing the use of medical 
marijuana, it is against Federal Law to possess or use marijuana. In addition, little is known about the 
long term effects of using marijuana in infants and children, and chronic exposure during adolescence 
has been shown to have lasting negative effects on cognition and mood. Such safety concerns coupled 
with a lack of evidence of efficacy in controlled studies result in a risk/benefit ratio that does not 
support use of marijuana for treatment of seizures at this time. The American Epilepsy Society is 
supportive of well-designed research to determine the safety and efficacy of marijuana in the 
treatment of epilepsy.
References:
Gloss D, Vickrey B. Cannabinoids for Epilepsy. Cochrane Database of Systematic Reviews.2012; Issue 6. Art. No.: CD009270. doi: 
10.1002/14651858.CD009270.pub.2
A commentary on the article is available at: Epilepsy Currents, Vol. 13, No. 2 (March/April) 2013 pp. 81-82
Other references:
http://www.epilepsy.com/
http://www.epilepsyfoundation.org/news/On-Medical-Marijuana-and-Epilepsy.cfm
http://www.miamiherald.com/2014/01/22/3886526/epilepsy-experts-call-for-more.html

http://epilepsycurrents.org/doi/full/10.5698/1535-7597-13.2.81
http://www.epilepsy.com/
http://www.epilepsyfoundation.org/news/On-Medical-Marijuana-and-Epilepsy.cfm
http://www.miamiherald.com/2014/01/22/3886526/epilepsy-experts-call-for-more.html


Summary

Medical advocacy with your neurologist

• Plan ahead

• Be prepared

• Forewarned, forearmed; to be prepared is half the 
victory (Miguel de Cervantes)

Medical advocacy with your community

• Be supportive

• A community is like a ship; everyone ought to be 
prepared to take the helm. (Henrik Ibsen).
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