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Our Year in Review: The Events and Happenings of 2014 

In 2014, Aaron's Ohtahara had a lot of exciting events occur, from conferences to research and 

World Ohtahara Syndrome Awareness Day. 2014 is also our fourth year as a nonprofit, time has 

gone by quickly! Below are some key highlights for 2014. 

 

Rare Disease Day- We attended for the third year in a row, the rare 

disease day conference in Sioux Falls, South Dakota. This event is 

hosted by Sanford Health Systems. The Sanford Health Systems has 

launched the CoRDs registry which is a rare disease registry for any 

and all rare diseases (of course Ohtahara Syndrome is a part of this). 

For more information on this registry, visit CoRDS.  We are in the 

midst of getting ready to attend the Rare Disease Day Symposium 

this year.  

 

 

 

 

 

 

Ohtahara Syndrome Conference and Family Gathering- 

Our annual conference was hosted in Boston, MA with 

the help of the Boston team and Reem (Noor's mother). 

Together we brought in speakers for the first day 

including topics on Social Work, Research, Ketogenic 

Diet, and even MMJ. A research report was given to 

those in attendance regarding the Boston research into 

Ohtahara Syndrome and other rare pediatric epilepsy.  

 

 

 

Volleyball For Epilepsy- Our annual fundraising event 

was a success again in 2014. We welcomed 9 teams 

and hosted the all day tournament with the top three 

winning teams receiving handcrafted medallions from 

Nessy’s Pottery. Thank you to all who participated! 

We look forward to this every year. 

 

 

 

 

 

 

 

 

http://www.sanfordresearch.org/Cords/
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REN Rare Epilepsy Network- Aaron's 

Ohtahara is a founding participant of the 

Rare Epilepsy Network, working with 10 

other rare epilepsy non profit organizations 

and the Epilepsy Foundation. This network 

went live in August. For more information 

on REN, please visit the webpage, REN. 

  

 

 

World Ohtahara Syndrome Awareness Day- 

November 15
th

  is World Ohtahara Syndrome 

Awareness Day. This is an annual event that began 

in 2014. Well over 2,000 people were reached for 

this event, sharing photos on social media and 

wearing purple in support for someone they know 

and love with Ohtahara Syndrome. The state of 

Nebraska also recognizes November 15
th

 as World 

Ohtahara Syndrome Awareness Day. The Governor 

of Nebraska signed a proclamation recognizing 

November 15 as World Ohtahara Syndrome 

Awareness Day. For 2015 we would love to see 

more states added as recognizing this day. Please 

visit our webpage for more information #WorldOSday 

 

We have enjoyed 2014 so much and pray you all will have a joyous and healthy 2015! We look 

forward to our conference this year and are excited to meet more families and bring more 

together. 
 

 

 

http://www.epilepsy.com/ren
https://sites.google.com/a/ohtahara.org/ohtahara2/home/events-1/worldohtaharasyndromeawarenessday-november15
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 Meet Tyler 

By: Kristen Burns 

Our beautiful Tyler Anthony Burns was born to us at 9:03 a.m. on 

Thursday, February 16, 2012 at University Hospital in Augusta, GA.  He 

was the most precious baby we had ever seen, our first child, and he 

was perfect. 

My original intent was to breastfeed, but when the coach came in to 

help me, Tyler had trouble latching on, and I couldn’t tell if he was 

getting enough milk, but she told me just to keep trying.  His bilirubin 

levels were also too high, so when we were discharged, he had to stay 

on a bili-bed to help reduce his jaundice levels.  Once we were able to 

get rid of the jaundice, he had his first pediatric visit.  Of course, like 

most babies, he had lost some weight, but his doctor said he lost more 

than normal, so she wanted for him to supplement formula along with 

the breast milk, and return in a couple days.  We did as she told us, but 

he’d lost even more weight, and she diagnosed him with failure to thrive.  She told us to go straight to 

the Children’s Hospital of Georgia in Augusta, GA. 

We were admitted right away, and the doctor said that we would probably be there for just the 

weekend…just the weekend turned into a month.  Tyler kept losing weight no matter how much we fed 

him, and it was discovered that he couldn’t latch and had no suction.  That was the reason half of his 

milk came out of his mouth when he ate, and add to that acid reflux, which made him lose what little he 

did swallow.  Our poor baby was practically starving, and since he couldn’t drink from a bottle, an NG 

tube was inserted in his nose.  Even though he still battled reflux, the NG tube slowly started helping 

him gain weight.  By this time, I had already stopped trying to breastfeed since the hospital was giving 

him formula. 

Another situation they were trying to solve was why he would just cry, sometimes for at least an hour 

for no apparent reason.  Colic had already been ruled out, so they ran every test possible to see if 

anything could causing him pain, of course nothing showed up.  Eventually, the episodes tapered off, 

but we still felt something had caused them to happen.   

I noticed that a few times each day, he would do what I called his “football stance.”  One of his arms 

would come over his head, which would turn to the side, and one of his legs would rise up…it looked like 

a football player getting ready to throw a ball.  An EEG was performed; it showed some developmental 

delay in the brain, but no sign of seizure activity at all.  

Finally, his weight stabilized enough that the doctors told us we could go home.  Of course, we were still 

scared, especially since he still had his NG tube.  We were shown how to feed him with it, check its 

placement, and reinsert it if it ever came out.  A speech therapist was going to come by our home to 
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teach him how to drink from a bottle so we could have his tube removed.  On Easter Sunday of that 

year, we were even able to take him back to our hometown and baptize him in our church.  It was such a 

special day, and we feel so blessed that we have that wonderful memory to cherish. 

On the third week that we had been home, Tyler was asleep in a Pack-

n-Play beside our bed propped up because of his reflux.  I had been 

having trouble falling asleep that night.  Strange and random things 

were just going through my head and wouldn’t let me relax.  Naturally, I 

was tired and frustrated because I couldn’t sleep.  As I walked out of 

our adjoining bathroom and looked down at Tyler, and his face was 

blue…he wasn’t breathing.  I picked him up and tried to rouse him, and 

when I couldn’t, I laid him on our bed and started rescue breathing.  He 

finally started to breathe again and began crying.  Of course, my yelling 

Tyler’s name had woken my husband, and once Tyler started crying, we 

cried right along with him.  I knew then that God had kept me awake so 

that I could save my baby. 

Once we calmed down, we watched Tyler closely to see how he did, 

and not 30 minutes later, he stopped breathing again.  We called 911; the paramedics arrived at our 

house and took his vitals, which had returned to normal.  We still wanted him to be seen by a physician, 

so we were taken back to Children’s Hospital of Georgia.  Once we were admitted and he was placed on 

monitors, and his oxygen levels were observed closely.  His oxygen kept dropping too low, and he 

required more one-on-one attention, so he was transferred to the PICU.  After he was situated in his 

PICU room, my husband and I stepped away for a few minutes.  We didn’t even get out of the waiting 

room when my mother called me saying we needed to get back to Tyler immediately; he had stopped 

breathing again and was being intubated.   

Neurologists performed another EEG, and this time, the results were much different…Tyler had epilepsy.  

My first thought was “people live practically normal lives with epilepsy every day; we can do this.”  Then 

we were told it wasn’t just epilepsy but a rare form known as Ohtahara Syndrome because of the burst 

suppression patterns on the EEG.  One of our wonderful nurses printed some information for us about 

OS, and when we read it, our hearts just dropped.  It seems like after we were told his diagnosis, his 

seizures just multiplied tenfold.  He was on four different seizures medications, which included a 24-

hour drip of Versed.  The nutritionist even tried him on a ketogenic diet and B6 supplements in addition 

to the medicines.  Another EEG showed seizure activity still occurring every few minutes; his medicines 

were already maxed-out.   

The frequency of the seizures was also affecting his ability to breathe on his own.  Every time they tried 

to wean him from the ventilator, his oxygen levels would drop again.  The doctors then determined that 

Tyler would be unable to breathe without assistance.  We had two decisions to make, insert a trach into 

Tyler’s neck, and he would be dependent on a machine to live for the rest of his life, or take him off of 

the ventilator and let him pass.  This is a decision that no parent should have to make, and we never 

imagined that we would have to.  Other people may judge us and say we didn’t try hard enough, but we 
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made the decision that we thought would give our child the best quality of life he could have…we 

decided to take him off of the ventilator. 

On May 18, 2012, just three months and two days after he joined us, Tyler received his angel wings 

while lying in Mommy and Daddy’s arms and surrounded by family, our closest friends, and some of the 

wonderful caregivers we have been so blessed to know.  Even though he is no longer here with us, we 

still see his presence every day, especially when we look in the sweet face of his beautiful little brother, 

Jacob, who was born on June 20, 2013.  At 18 months, Jacob has thankfully shown no signs of OS!  Of 

course we were terrified during my entire pregnancy, but I was seen by two doctors after what 

happened with Tyler for extra precaution.  Thanks to God and his amazing little guardian angel, Jacob 

was perfectly healthy and has been such a blessing.  He favors his brother so much. 

Another way that Tyler continues to live on, for not only us but hundreds of others is through the 

Epilepsy Foundation of Georgia.  While Tyler was in the PICU, we knew we wanted to do something to 

help bring OS awareness to more people.  My sister discovered the EFoG holds an annual 5K run/1-mile 

walk called the Magnolia Run & Walk for Epilepsy.  We formed our team, Tyler’s Troopers, and received 

an amazing outpouring of support.  Tyler’s Troopers raised just over $8,500 and had over 70 team 

members, the largest the Magnolia Run had ever had up to that time.  The EFoG even created a 

scholarship in Tyler’s name for a child to attend one of their yearly summer camps, and it was amazing 

to receive a thank you card from that child.  Our numbers were smaller after the first year, but we’ve 

been active participants since, and we will continue to do so for our precious boy. 

Because of Tyler, hundreds of people have now heard about OS.  People we didn’t even know, even in 

other states, were praying for him and us and have been so touched by his story.  We remain close to 

the nurses from the hospital and try to support the Children’s Hospital of Georgia when we can during 

their telethons or donating toys in Tyler’s name.  Now, we are a part of a bigger family, the OS family, 

and thanks to groups like Aaron’s Ohtahara, we find love and support from families that truly know what 

we’ve experienced.  This is how our Tyler lives on…this is his amazing legacy. 
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REN- Rare Epilepsy Network 

We are excited to announce that the Rare Epilepsy Network (REN) Registry is open for enrollment! We 

are sharing this news again and thank all those that have enrolled. The REN is a patient-powered and 

patient-centered research network that will expedite research into the rare epilepsies. The REN is led by 

the Epilepsy Foundation in partnership with 10 rare epilepsy organizations, including Aaron’s Ohtahara 

Foundation, and Columbia University, New York University and RTI International.  

Aaron’s Ohtahara is hoping to recruit at least 20 families with children diagnosed with Ohtahara 

Syndrome into the REN, and we need your help to make this happen.  There are no exclusion criteria as 

long as the affected person has one of the 10 qualifying rare epilepsies which include Aicardi syndrome, 

Lennox-Gastaut syndrome (LGS), Dravet syndrome, Dup15q syndrome, Ohtahara syndrome, CDKL5 or 

PCDH19 mutations, hypothalamic hamartoma, Phelan McDermid syndrome, or tuberous sclerosis.  If 

you are a parent or legal guardian of a person with one of these conditions, please consider 

participation in this important research project.  

Enrollment in the Registry is simple. You will be asked to fill out a survey about the child/affected person 

with Ohtahara Syndrome which asks about their diagnosis, seizures, treatment, development, and 

medical history. There is also a section that asks about your quality of life and the impact that epilepsy 

has had on your family.  The more information you provide in completing the questions, the more 

valuable your data will be for research.  If you have a list of seizure drugs that were EVER taken, this may 

help you in completing the section about treatment.  

To learn more about the Registry or to begin the enrollment process, please visit the REN website at 

http://REN.rti.org. 

 

http://epilepsy.us4.list-manage.com/track/click?u=6bae2696d80ffb36806761a09&id=55c144aef5&e=6aea9aa98b
http://ren.rti.org/
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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! 

 

 

 

 

 

 

 

 

 

 

 

   

 

January 

Alexis 

Alyssa 

Anastasia 

Caroline N. 

Conner 

Evangeline 

Fede 

Grace Me. 

Henrik 

Lena 

Leon 

Madison 

Manaia-Grace 

Mitchell 

Nicholas 

Paige 

Ryan 

Sara 

Shannon 

 

 

 

February 

Aiden 

Ambrosia 

Jack W. 

Kaleb 

Kendic 

Kirsty 

Michael 

Rafferty 

 

*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 

We Are Not 

Without Hope 

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

