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Things were looking “iffy” 
leading up to Keely’s 
Make-A-Wish trip since 
Keely was admitted to 
Children’s Hospital on 
Saturday (two days before 
our trip) and we didn’t 
know if Keely would be 
discharged in time for 
our trip or if the doctors 
would give the “green 
light” for Keely to travel. 
Thankfully, Keely’s oxy-
gen levels were stabilized 
fairly quickly and given 
that our trip destination 
was at sea level, the medi-
cal team discharged Keely 
around 3 pm on Sunday 
and gave the “go ahead” to 
travel.  As soon as we got 
home, we rushed to pack 
and get ready to be picked 
up for the airport by 6 
am on Monday morn-
ing. Given how crazy the 
days were leading to our 
trip, we were pleasantly 
surprised how smooth-
ly everything went on 

Monday morning getting 
through airport security, 
onto our flight, picking up 
our rental car and driving 
to our “hotel home” for 
the week. After a long 
day of travel, we reached 
our hotel around 5 pm. 
The next day, we began 
our adventures. Despite 
the craziness leading up 
to our Wish trip, we can 
say that during our Wish 
Trip week we were able 
to disconnect from our 
routine, relax and create 
some wonderful memo-
ries together as a family.

Our first day, we went to 
Sesame Place and had a 
private “Meet & Greet” 
with Elmo and his Sesa-
me Street friends before 
watching a Sesame Street 
Live show.  Then, we 
spent the afternoon relax-
ing in the water park at 
Sesame Place. We did take 
a momentary break from 
our water activities to go 
watch the Sesame Place 
Parade.  Kyra and Keely 
were delighted that as the 
parade passed us, Big Bird 
and others Sesame Street 
friends stopped to 
say “hello.” 

On Day 2 of our trip, 
we spent our morning 
enjoying rides at Sesame 
Place before we attended 
a special luncheon with 
Elmo and friends. After 
we finished eating, there 
was even a dance party. 
We then headed to the 
Crayola Factory not only 
to learn how crayons are 

made but to create our 
own.  We made a special 
crayon for Keely that we 
named “Keely’s Purple 
Krew.” 

Day 3 we visited Philadel-
phia’s “Please Touch” mu-
seum where children are 
encouraged to touch and 
explore the exhibits. Kyra 
and Keely especially loved 
the Alice in Wonderland 
exhibit where they navi-
gated through a maze and 
had tea. In the afternoon, 
we headed to the Adven-
ture Aquarium in Cam-
den, New Jersey which is 
rated the top aquarium in 
the U.S.  This aquarium 
is also noted for being 
the only aquarium in the 
country with hippos. It 
was so neat to see the 
hippos move gracefully 
below the water’s surface. 
We loved this aquarium 
and highly recommend it 
to others. 

Our final morning, we 
visited the Liberty Bell 
in Philadelphia and 
while walking around we 
happened upon the post 
office where Benjamin 
Franklin once worked. 
After having a yummy 
lunch at the “Cuba Libre” 
restaurant, we headed to 
Ocean City, New Jersey.  
Keely had not been to 
a beach since she was 9 
months old so for us this 
was a “bucket list” activ-
ity for our entire family. 
Keely loved the beach and 
was so relaxed listening 
to the waves rolling in.  

The water was a tad too 
cold for Keely although 
that didn’t stop her big sis, 
Kyra, from jumping and 
playing in the waves.This 
brief description of our 
trip, doesn’t capture all 
the special moments we 
shared.  Words are inad-
equate to describe what 
this trip meant to our 
family.  Even as we write 
this, we are a little over-
whelmed by all the emo-
tions and thoughts that 
come to mind regarding 
this amazing, “once in a 
lifetime” trip.

Days after Keely met 
Elmo , we learned that 
Elmo happened to be a 
Make-A-Wish intern and 
a former Make-A-Wish 
recipient who just hap-
pened to be working at 
Sesame Place as Elmo that 
day.  Talk about paying 
it forward...We feel so 
blessed that Make-A-
Wish made it possible for 
us to create some forever 
memories.  As adults we 
sometimes get jaded but 
this was a nice, gentle 
reminder that sometimes 
wishes do come true...

Forever Memories
By Rebecca 
Alstrun-Acevedo



As we began our trip 
to Boston for the 2014 
Ohtahara Syndrome 
Conference and 
Family Gathering, we 
started off our trip 
with a tour of the 
Zebra Fish lab at 
Boston Children’s 
Hospital.  

Zebra fish are small, 
receiving their name 
due to the small 
stripes along their 
sides once they are 
an adult.  Although 
small, the zebra fish 
are a part of a huge 
endeavor for further 
research into many 
diseases, syndromes, 
and conditions; from 
Muscular Dystrophy 
to skin tumors and 
even Epilepsy.  

While we were 
touring, we saw how 
the zebra fish are 
observed and cared 
for in their environ-
ment.  

Using zebra fish is 
a new endeavor for 
some Epilepsy re-
search, but one we are 
confident can make a 
difference.  

Dr. Poduri and her 
team are making 
strides in this area, 
waiting on a knock 
out zebra fish with 
genetic mutations that 
are associated with 
Ohtahara Syndrome.  
They have EEG capa-
bilities and observa-
tion methods to view 
if these fish are indeed 
having seizures.  

Future directions with 
zebra fish are:

1) understanding 
which genes cause 
early life epilepsy

2) develop gene 
specific models of 
epilepsy

3) Use these models to 
test target therapies

We are very excited 
about the work Dr. 
Poduri and so many 
other researchers are 
doing, we are honored 
to be a part of it!

Zebra Fish
By :

Brianne McDonald

The Ohtahara Syndrome Conference and Family Gathering 2014 - 
Research Update
We welcomed Dr. Olson again 
this year to the Ohtahara 
Syndrome Conference and 
Family Gathering.  This year 
she gave the families present an 
overview of the research being 
conducted on Early Onset Epi-
leptic Encephalopathy, specifi-
cally with Ohtahara Syndrome.  
The group also began enrollment 
of additional families not already 
participating in this Ohtahara 
Syndrome research! 

Currently there are 35 patients 
enrolled, most having a 
diagnosis of Ohtahara Syndrome 

and some more suggestive of 
EME (early myoclonic epilepsy).  
Out of these 35 patients, con-
firmed cases include KCNQ2, 
STXBP1, SCN2A, and PNPO.   

This avenue of research is a very 
regulated area so there has to be 
clinical confirmation prior to 
results being released; however, 
a few families have been recently 
notified of a potential finding in 
their whole exome sequencing.  
This is exciting news and brings 
even more reason why this re-
search and continued research is 
important.  Short term goals for 
this research include completion 
of the genetic testing with all en-
rolled.  Long term goals consist 
of further functional analysis, 
work with zebra fish, and 
clinical trials.  



The Ohtahara Syndrome Conference and Family Gathering 2014 - 
Nutrition

Dr. Ann Bergin, Stacey Tarrant, and 
Karen Costas joined our conference 
on Friday to speak with our group 
about nutrition, blended diets, and 
the ketogenic diet.  Key notes from 
these presentations are:

•	 Feeding should provide 
enough calories, protein, 
and vitamins/minerals to 
support growth; the best 
indicator of this is looking 
at how the child is growing

•	 There could be need for 
additional calcium supple-
mentation for non ambula-
tory or those at high risk for 
fractures

•	 Adequate fluid intake is 
necessary to prevent dehy-
dration and constipation

•	 Recommendation to follow 
up with nutrition/dietician 
every six months to a year 
to monitor growth and ac-
curacy of current regimen 
provided

Ketogenic Diet

This is a high fat, low carb diet that 

provides adequate protein. Fat 
becomes the primary fuel source 
for the body and brain.  Ketones 
are produces with the ketogenic 
diet as a byproduct  which could 
aid in seizure control; although the 
diet has an unknown mechanism 
of action.  The average time on the 
diet is two or three years.

Classic Ketogenic Diet 

Gram of fat: gram of carb + protein

•	 3:1 = Three fat : One carb/
protein

•	 87%-90% of calories are 
from fat

•	 There is at least enough 
protein to meet daily rec-
ommendations

•	 Recommendation to use 
screening and metabolic 
testing to ensure diet will 
not be contraindicated due 
to problems with the body 
using fat as the source of 
energy

During the conference reports 
were shared of efficacy in highly 

refractory patients.  Those on the 
diet for three months had a better 
difference in seizure frequency to 
suggest efficacy of diet.

•	 Fifty percent reduction in 
about 50% of patients

•	 Greater than 90% reduction 
in about 25-30% overall

•	 One Ohtahara Syndrome 
patient worsened when 
ketogenic diet was trialed

Please see our YouTube channel 
for full conference videos.  Videos 
will be uploaded soon and will be 
announced as soon as they are 
uploaded.
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The Rare Epilepsy Network Registry, funded by PCORI, will be opening for enrollment in about a month, 
and we will need as many families as possible to participate in order to make this successful and useful 
for us all. Aaron’s Ohtahara foundation is fortunate to be involved in such a great organization as the 
REN, so let’s make the most out of this, by providing as much information as we can. This registry is 
unique in that it is patient-driven and patient-centered. Please take a moment to read a bit about it and 
consider participating and help all of those living with Ohtahara Syndrome and other Rare Epilepsies. 

Here is a checklist of things you may want to gather to complete the registry survey: 

Genetic tests results / reports 
Latest EEG results / report 
Latest MRI results / report 
Record / list of past and current medications from doctor or pharmacy 
Cognitive testing results/IQ 

 

What is the Rare Epilepsy Network? 

The Rare Epilepsy Network, or REN for short, is a collaboration between the Epilepsy Foundation, RTI 
International, Columbia University, and many different organizations that represent patients with a rare 
syndrome or disorder that is associated with epilepsy or seizures. The REN will establish a registry of 
these patients which includes patient or caregiver-reported data in order to conduct patient-centered 
research. This research will be in the form of natural history studies and completion of surveys. The 
registry will also create the infrastructure for future research such as clinical trials. All of the research 
will be patient-centered, which means it will address research questions and topics that are important 
to the patients and caregivers with the ultimate goal of having patients and caregivers better able to 
participate in healthcare decisions. You may stop participating in the research at any time. 

 We will be sending out another announcement when the registry is open for enrollment so please stay 
tuned! 

Thank you in advance for your participation. 



Prayer Requests:

•Itzel and Janie
•Savannah Mcgeorge
•Children with upcoming ap-
pointments

If you have a prayer request or praise, please 
contact us and we will add it onto our list for 
the upcoming newsletter.

July

Danelle
David
Elijah

Harper
Jake A.
Keely
Kerry
Kira

Happy Birthday!
We would like to wish a very happy birthday to our children who 

are celebrating a birthday in July and August

August

Grace J.
Julia

Max A.
Olivia

Tayden

Notes:
* Conference videos will be uploaded to the Aaron’s Ohtahara YouTube page; an 
announcement will be made when videos can be viewed
* If you would like your child featured in our newsletter, please contact us 
* Please stay tuned for more information and enrollment dates for REN


