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Cognitive Improvement Tops Treatment Goal 
of Parents of Kids with Intractable Epilepsy 

  

 Much to their surprise, researchers at Johns Hopkins Children's Cen-
ter recently found that cognitive improvement is one of the most com-
mon goals of parents with children with intractable epilepsy prior to 
starting the ketogenic diet.     
 "What we did expect when we asked parents to write down their 
top treatment goals of the ketogenic diet was for them to list a de-
crease in seizures and decrease in seizure medications as their top 
goals. Although this was true, however, we were surprised that im-
proved cognition and alertness was actually one of the top three goals 
listed by parents, and the most significant determinants of longer diet 
duration", said Sharifeh Farasat, lead author of the study.  
 Since 1998, all parents of the 226 children started on the keto-
genic diet at Johns Hopkins Hospital have been asked 
to handwrite their personal goals and criteria for suc-
cess on the diet. This letter was written during the first 
2-3 days of the diet admission period and inserted into 
the child's ketogenic diet chart. From September 1998 
to November 2004, researchers identified 100 children 
for whom there was at least one parent letter and 6 months of follow-
up information. The letters were examined for a maximum of three 
written goals in the order of presentation, level of desired seizure re-
duction, and amount of AED reduction. Children were evaluated at 6 
months for seizure frequency, number of AEDs, and subjective psycho-
motor improvement as reported by parents and neurologists, and then 
outcomes were correlated with the parents' pre-diet goals and expec-
tations.       
 "This study is the first to examine parental expectations prior to 
initiating the ketogenic diet. Traditionally, at our center we do not pre-
sent cognitive improvement as a potential outcome of the ketogenic 
diet." said Farasat. "However, this study suggests we should definitely 
discuss it more frequently with parents as it is a common concern and 
treatment goal."      
 "Why is cognitive improvement such a surprising treatment goal 
amongst clinicians?" According to Farasat, cognition is not something 
that can be measured or monitored by clinicians as scientifically or con-
cretely as seizures and certainly takes more time in the clinic to assess. 
Most neurologists keep track of seizures, and if cognitive improvement 
occurs it is a "fringe benefit", but perhaps that is not what is truly most 
important for parents. Alane and James Lynch, parents of a child par-
ticipating in the study, agree. "Neurologists tend to focus on the control 
seizures because there is no way to know if the seizures are causing 
pathology of the brain or visa versa. But our doctors expressed to us 
that only good things could happen after the seizures were controlled. 
So we started the diet hoping that seizure control would result in cogni-
tive development." Alane said. "Sure we wanted seizure control, but 
above all, we wanted our daughter to be an active part of our family," 
said James. 

Misunderstood for more than 5,000 years… 
Help us reveal the truth. 

Help us pace toward a brighter future. 
Help people with epilepsy. 

The National Walk for Epilepsy is a 5K family oriented, 
noncompetitive walk to raise funds for research, treat-
ment, and education programs for people with epilepsy 
and their caregivers. 
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 Since starting their daughter on the ketogenic diet the Lynch's 
have seen what they describe as a miraculous change in their 
daughter's cognitive abilities. "Before starting on the diet our daugh-
ter was on several different medications which were not only, not 
controlling her seizures, but were also making her regress develop-
mentally," said Alane Lynch. "She was not talking or playing or in-
teracting with us at all and would sleep after each seizure. Now, 
she's fully-functioning, singing songs, playing games and has an in-
credible sense of humor," said James. Both parents note that while 
their daughter is still speech delayed and not cognitively where she 
should be at five years old, she is on the right path now and pro-
gressing each day. 

 The ketogenic diet is a special high-fat, low-carbohydrate diet 
prescribed by doctors to treat children whose seizures have not re-
sponded to several different seizure medicines. It is particularly rec-
ommended for children with the Lennox-Gastaut syndrome, but also 
has benefits for children with infantile spasms, Dravet syndrome, 
tuberous sclerosis, Doose syndrome, and children with gastrostomy 
tubes.  E P I L E P S Y  F O U N D A T I O N  

   not another moment lost to seizures 

CONTINUED IN NEXT COLUMN 

You must RSVP to attend.   
11:30 a.m.  - 12:30 p.m. 

Third Wednesday of the month 
 

Considering VNS Therapy®? 
Cyberonics and Via Christi Comprehensive Epilepsy Center host a 
monthly luncheon presentation on VNS THERAPY® for patients and 
their families.  The session includes time for questions & answers.  
For more information or to make a reservation to    
attend, call: (316) 268-8562 

F.Y.I.    Due to a low response in reservations,  we were forced to 
cancel February's  Winter Fun n’ Games event. We contacted 
everyone who had RSVP’d. ERC regrets any inconvenience this 
may have caused you or your family.  


