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Editor’s Corner 

You may notice we have changed to our 

original newsletter format after an update to 

the last month’s newsletter.  We are working 

on the new format and program for future 

newsletters.   

This edition of the Ohtahara Syndrome 

Community Newsletter will be unique in 

that we are featuring not one child but 

several! We love bringing you the story of 

one child every newsletter and this month 

we have decided to update you on a few of 

those children that have been featured in 

past newsletters.  These children continue to 

amaze us and bring us such joy, we hope 

you enjoy reading about them just as much 

as we do! 

Our big announcement: World Ohtahara 

Syndrome Awareness Day.  We are working 

with many families to coordinate 

recognition of a World Ohtahara Syndrome 

Awareness Day.  We are excited to be in the 

midst of this huge awareness event and will 

keep you all updated on new information.  

We hope to be sharing a date with you all 

soon!  Please look on our webpage as well 

as our various social media sites for new 

information. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Ohtahara Syndrome: 

Did You Know? 

Burst Suppression is the pattern 

shown on the EEG 

Upcoming Events 

November is Epilepsy Awareness 

Month 

Pancakes for Epilepsy 

World Ohtahara Syndrome 

Awareness Day 
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Feature Updates 

Eian 

Update on Eian Josiah. Eian has been growing and for a few months was seizure free right after starting 

the Ketogenic Diet last May, because of this he was able to enjoy being at the first Ohtahara gathering in 

Omaha. We had so much fun and made friendships that will last a lifetime, but sadly that seizure free 

period came to an end and he has been having daily seizures since July 2013, sometimes he will have up 

to 30 in a day and after having a VEEG for 36 hours in March of this year we found out he had been 

having seizures during his sleep and was started on Depakote and taken off of Topamax and is now on 

only 2 seizure medications plus the Keto diet. He has continued to have tonic clonic seizures and after 

fighting C-Diff for over 3 months which is a nasty stomach infection caused by too many antibiotics his 

seizures became longer and more intense and I had to start using his rescue meds for the first time. At 

first Diastat now we have Midazolam and sometimes I have had to use both in the same day. We 

continue to fight with pneumonias and chest infections but it has become easier to keep him home and 

out of the hospital because now we have home oxygen and a chest vest for chest PT.  

 

Eian has been granted a wish from the Make a Wish foundation and we will be going to Disney World 

soon. We have been blessed that even through all his daily seizures Eian has still been making progress 

mentally and physically, he can now bring both arms to midline and put both hands in his mouth at the 

same time, he wears glasses when he is in his stander and has gotten a DMO for his slight scoliosis that 

has helped him tremendously, he has also started Vital Stim therapy with an occupational therapist after 

his third failed swallow study, it has helped him with getting a stronger cough and more mouth closure 

because it works on strengthening the muscles in his throat and face. He has also lost a lot of teeth due 

to thickened gums from previous medications and will have to have a consultation with an orthodontist 

to have a possible expander placed to correct his overbite and his high palate.  

Eian now weighs in at 37 pounds and is 42 inches long but I love that when he wakes in the morning or 

even from a nap he stretches out like if he was a newborn but he smells like a big boy, LOL :) he has 

become a lot more vocal and will scream at his therapists or his dad and I if we are bugging him and I 

just love seeing him when he hears a new voice or a new sound he gets a wide eyed look on his face of 

curiosity and will stare at the person or thing and if he approves you get a smile and if he doesn't you 

get a groan. All in all Eian has been an absolute blessing and a complete joy in our lives, he has taught 

me so much and continues to amaze us every day, we thank God for him every day. –Liana Jurado Garcia 
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Tajerian    

 By the time you read this Tajerian will be completely off of Phenobarbital. He has been on this med 

since he was 4 days old. He is now 4.5 years old. Withdraws from this are harsh. He goes through times 

of constant seizures that rescues meds do nothing for. This leaves me feeling very uncertain that I made 

the correct choice for my son. We of course have made adjustments here and there to help. So now we 

wait. Ugh!! The dreaded waiting game. The blessing in this is that I have seen his personality blossom. 

He is one feisty little guy. He will hold his head up, smile contagiously and he has become very vocal. So 

much so that I thought he was one of my other children running and playing through the hall. He likes to 

hit, kick and bite as well so proceed with caution.  I thank the good Lord for this! 

 My baby was also recently diagnosed with Nuero Muscular curvature of the spine. We are now taking 

more steps to slow down the progression. None in which I can say he is truly happy with. I Search for 

more and more ways to help aide my son, but he is well equipped with what is available.  Tajerian’s 

chest and ear infections are at bay. Due to the fact we have been very vigorous with his treatments. The 

doctors, nurses and I are very pleased with this.  We also took our trip to Give Kids the World Village. 

Truly the best place to go. We had not a care in the world. Tajerian loved Universal studios and they 

treated him like a King.  Each day is a surprise. My prayers are with every child and their family. Stay 

strong and keep pushing forward!       - Nichole Parker 
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Callum 

Callum now has glasses; he's still having another of his fits but not as bad as before. We are waiting to 

have his Mic Key button put in. Callum has been diagnosed with Cerebral Palsy.  He has been to see the 

doctor about his hips today and they said everything was ok, but they want to review him when is three; 

they want to see if his head control is better. Callum also has Scoliosis (Curvature of the Spine), if not 

corrected then he will have surgery but other than that he is ok. 

Callum was featured in the local paper, the Gwent Gazette, this week.  He was able to try out the Red 

Arrow cockpit on for size as he sat in the seat.  He even charmed the police, but with as cute as Callum 

is, that is no surprise!  -Amie Sainsbury 

 

Keely 

Keely Aparicio-Acevedo had a busy summer!  In June, Keely went on her Make-A-Wish trip to meet Elmo 

at Sesame Place in Langhorne, Pennsylvania.  Keely and family also explored the Crayola Factory, the 

Adventure Aquarium in Camden, New Jersey and took a day trip with family to Ocean City, New Jersey.  

Then, on July 21st, Keely celebrated her 4th birthday at The Triplecreek horse ranch where she got to 

paint a horse, decorate horse shoes and ride a Palamino named "Dandy."  Our family is feeling blessed 

that Keely is still writing her own story and that she only had a few hospitalizations this summer (plus 

the fact that they were short stays). Our family is hoping that Keely can stay out of the hospital this Fall!  

Now to gear up for Keely's second and final year of Pre-school in a few weeks!  
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Awareness Events 

We continue to promote our efforts and the efforts of others to share about Ohtahara Syndrome.  In the 

past families have participated in Epilepsy walks and hosted fundraisers.  We had two recent events we 

participated in; Volleyball for Epilepsy and the Nebraska Walk for Epilepsy. 

Volleyball For Epilepsy 

July was our annual Volleyball For Epilepsy fundraiser.  2014 was our third year hosting this event and 

we had an awesome turnout.  Nine teams participated this year with medals going out to the top three 

teams.  This is event is all day fun in the sun while playing volleyball! We get a range of teams, from 

those that play in leagues and coach volleyball to those that just love to play (like us!).   

 

Nebraska Walk for Epilepsy 

The Nebraska Walk  for Epilepsy is our favorite walk of the year.  We love participating in this walk and 

bringing our team out every year. Last year Brianne was able to help organize the event which included a 

5K run.  This year Aaron’s Entourage, our team name, set up a table with information about Ohtahara 

Syndrome, the known genes associated with OS, and information about research currently being 

conducted through Boston Children’s Hospital.  We love sharing about Ohtahara Syndrome at this event 

and handing out purple ribbon stickers to all the participants.  We participate in this event every year not 

to raise money for Aaron’s Ohtahara, but to bring awareness to our community, help out a great cause 

close to our hearts, and meet many people on similar journeys as us.   
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Birthdays 

Aaron’s Ohtahara loves to celebrate a birthday or any special event for that matter; even the tiniest “inch-

stone” or milestone is something to celebrate!  These seemingly little things can bring so much joy to all 

of us and really add up to great memories and the best things in life!  We wish everyone celebrating a 

birthday soon, a very happy birthday! 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“We Are Not Without 

Hope” 

 

 

September 

Alex 

Carter 

Ella 

James 

Kaela 

Kareem 

Kyle 

Megan 

Tew Zheng 

Thaddeus 

October 

Ashton 

Elijah 

Jack B 

Jack S 

Katie 

Mario 

Mia 

Payleigh 

Raz 

Sophia 

Tallula 

*If you would like your child to be 

featured for our newsletter or 

would like to share an update on 

your child with us and the 

Ohtahara Community, please 

contact Brianne via Contact Us 

https://sites.google.com/a/ohtahara.org/ohtahara2/contact-us

