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New Year, Bringing New Hope 

Happy New Year to an amazing group of supporters and friends!  We have been truly blessed 

throughout the years, 2013 being no different.  Although not always easy, we had a great year; 

full of new adventures. Saying goodbye to 13 children this year; promoted to their angel wings, 

is never easy.  These children have taught us so much.   

“Children have a way of teaching us what life is all about.” – unknown 

A Photo Journey of our Year (2013) 

 

Aaron’s Ohtahara Family Conference August 2013 
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 “For I know the plans I have for you,” declares the LORD, “plans to prosper you and not to harm 

you, plans to give you hope and a future.”  - Jeremiah 29:11 (NIV) 

It is our prayer for every family and child that 2014 be a year full of blessings, better treatment 

options, continued research, and HOPE!   

 

Research Studies 

Many received a holiday message and newsletter from the hardworking team at Boston 

Children’s Hospital Neurology.  This team, led by Dr. Poduri, is researching into Ohtahara 

Syndrome and other early onset pediatric epilepsies.  We are proud to say that at Aaron’s 

Ohtahara we have helped support their research efforts and are excited about our continued 

relationship with such a great team!  According to the Boston Children’s Hospital Neurology: 

 30 children enrolled with Ohtahara Syndrome 

 56 family members 

 56 children with other early onset epilepsies/83 family members 

 225 actively participating 

For more information on this study, the following links are available to you 

 Aaron’s Ohtahara  https://sites.google.com/a/ohtahara.org/ohtahara2/studies 

 Boston Children’s Hospital http://www.childrenshospital.org/centers-and-

services/programs/a-_-e/epilepsy-program/epilepsy-news/clinical-trials 

 Email  EpilepsyGenetics@Childrens.Harvard.edu 

Infantile Spasms 

 Research and registry  https://www.infantilespasms.urmc.rochester.edu/home.php 

 Aaron’s Ohtahara https://sites.google.com/a/ohtahara.org/ohtahara2/studies 

Developmental Brain Disorders 

 Research and registry  https://www.braindev.urmc.rochester.edu/home.php 

 Aaron’s Ohtahara  https://sites.google.com/a/ohtahara.org/ohtahara2/studies 

 

 

 

https://sites.google.com/a/ohtahara.org/ohtahara2/studies
http://www.childrenshospital.org/centers-and-services/programs/a-_-e/epilepsy-program/epilepsy-news/clinical-trials
http://www.childrenshospital.org/centers-and-services/programs/a-_-e/epilepsy-program/epilepsy-news/clinical-trials
mailto:EpilepsyGenetics@Childrens.Harvard.edu
https://www.infantilespasms.urmc.rochester.edu/home.php
https://sites.google.com/a/ohtahara.org/ohtahara2/studies
https://www.braindev.urmc.rochester.edu/home.php
https://sites.google.com/a/ohtahara.org/ohtahara2/studies
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Leeroy 

By Stephanie Vasquez 

 

Leeroy was born on March 1, 2012. During birth he 

had some difficulty breathing so doctors sent him to a 

level three NICU (NICU3).  By his third day of life, 

Leeroy was doing a jerking motion, which had the 

doctors very worried.  Along with the jerking 

movement, Leeroy had poor sucking and would only 

eat 8cc of milk with the rest being given through a 

tube.   

During his stay in the NICU, Leeroy had a lot of tests 

completed, an MRI, EEG, and many more.  All of 

these tests, except the EEG, came back normal.  The 

EEG showed a burst suppression pattern.  The doctor 

did not know if the jerking was actual seizures, but 

they did start Leeroy on Phenobarbital.  Leeroy was 

also anemic; he received two blood transfusions.  He 

would get so stiff during the transfusions that his left arm began to look purple, as if he had a big bruise. 

Leeroy was transferred to Houston at Texas Children’s Hospital in their NICU3 on March 13, 2012.  He 

continued to get really stiff, but was doing okay at the same time.  After a week in the NICU3, Leeroy 

was transferred to the NICU2.  A lot of neurologists came to see him; they even thought he was having 

seizures when I was pregnant with him because I mentioned him having a lot of hiccups.  More genetic 

tests were done and came back normal.  I thought that was good, but at the same time frustrating as I did 

not know what was wrong with my baby.   

During his NICU2 stay, Leeroy still had poor sucking, so on April 6, 2012, he got his g-tube.  At first I 

was scared, I had never heard of this, and worried that I would not know how to use it or feed him.  Thank 

God everything went well.  The next few days Leeroy would desat a lot.  Back then I did not know what 

to do and would get the nurse in the NICU2.  One day he began to desat and became very gray, I told my 

mom and husband to get the nurse.  She came walking to us slow, drinking her coffee; when she saw 

Leeroy she began to panic and starting bagging.  The next day I requested for better care and he was 

transferred to the NICU3.  He was intubated for a week and improved after he was extubated.  I told them 

to stop his Phenobarbital as he just remained so sleepy from the medication.  He would not be awake and 

I wanted to enjoy my son.  Doctors began him on Keppra and Zonegran.  These medications were doing a 

good job, but he would still get his seizures.  The seizures would go for 30 minutes.  It would kill me to 

see him in pain.  They tried a lot of medicines but they did not work.  It was in the NICU3 that he was 

diagnosed with Ohtahara Syndrome.   I could not stop crying and thinking that doctors gave him only two 

years.  I told the doctors that I wanted to take my baby home and enjoy him there.   

They started making plans to go home, but he would fail the car seat and bed test by desating.  We ended 

up taking him home by ambulance.  On May 29, 2012, we took him home.  I was scared; I was finally 
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taking my baby home with all these machines.  On July 2, 2012 Leeroy got his immunizations and spiked 

a fever of 102, his heart rate was 200 and would not go down.  We took him to the emergency room 

where he stayed for a week.   He did so well until September 2, 2012.  He was having breathing problems 

so I took him to the ER.  While the doctor was examining Leeroy, I told him I needed to suction him or he 

could aspirate, he did not listen and Leeroy ended up intubated after he began coughing and turning 

purple.  He was intubated for a week, caught a bacteria, and coded six times in the 22 days he was there!  

They gave him antibiotics and he did well so on September 22 he was discharged.  He did well until 

Halloween when he had an apnea episode.  After a visit to the emergency room, I was told that this was 

just part of his diagnosis of central apnea.  Then on January 1, 2013 Leeroy got the flu. He was admitted 

to the PICU where he was desating every 20 minutes. The doctors wanted me to let him go if he coded, 

but I did not agree with that.  I was going to fight for him.  Leeroy was discharged on January 10
th
, was 

home for a week, and then back in.  He went into respiratory distress, had to be intubated, and doctors 

found another bacteria.   

The neurologist was saying that the EEG was showing almost flat lines and he was probably going to be 

brain dead.  Hearing those words broke my heart, but I was not giving up on him.  God would let me 

know when to let him go, but I felt it wasn’t his time.  Sure thing Leeroy started to get better, the 

treatments and everything they were giving him was working.  On February 14, 2013, Leeroy was 

extubated and did well, the best Valentine’s present!  February 18, he was discharged and sent home with 

all his regular medicine plus caffeine.  The caffeine would help him a lot with his apnea and keeping his 

heart rate up.   

On March 1, 2013 Leeroy turned one year.  I was so excited! While Leeroy was at home with his nurse, I 

was doing everything to make his day perfect.  When I came home for Leeroy, his new chair had just 

arrived with a big bow on it; best birthday gift!  We had his party at Peter Piper Pizza and Leeroy was 

enjoying it, he did not desat at all.  He went all of March, doing so well, he was so happy.  He enjoyed his 

therapy and Houston trips.  We still went to Houston to see his neurologist, in my opinion they are the 

best.   On March 31
st
, I noticed him getting really sleepy and having difficulty breathing. I knew he would 

get sick.  On April 2, the afternoon nurse did not come and I was with him around 7pm.  I noticed his 

heart rate and oxygen just dropping, grabbed him out of his crib, and began to do CPR.  My brother 

helped me while my mom went for help.  I remember crying and yelling for him to get up and for God not 

to take him.  Seconds later, Leeroy woke with a seizure and his oxygen and heart rate were back to 

normal.  The paramedics took a long time to get there, once they arrived, Leeroy was already responding.   

We took him to the hospital where they did an EKG.  They ran tests and all but the chest x ray came back 

normal.  Leeroy had aspirated and was admitted to the hospital for observation. He also developed a 

bacterial infection and was given antibiotics.  He was doing much better in two weeks; perfect timing for 

our next trip to Houston.  This time was for a 24 hour EEG study.    

The EEG showed only one long seizure, lasting 45 minutes. The video showed the small jerking 

movements; some were seizures, some were not. The EEG results were better than the last EEG results.  

During this EEG, Leeroy was stretching, it was so cute! It was actually him, not the seizures doing that.   I 

spoke to his neurologist and requested an MRI.  She told me in six months if he was doing well then she 

would do one.  Right now she did not want to risk putting Leeroy under general anesthesia.   
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On May 6, we took Leeroy to the zoo.  He had a great day, no desating and a couple of laughs with his 

dad.  We took lots of pictures.  On Mother’s Day he desated to 30 but we were able to stabilize him. On 

July 13, we took him to the beach for the first time. He loved it!  May, June, and July, he did awesome.  

He did not have any problems or apnea.  

 Leeroy had speech, physical, and occupational therapy every week; he was very comfortable with them 

and would fall right to sleep when they arrived!  Even when he couldn’t sleep before, they would arrive 

for therapy and he would fall right to sleep.   He was getting more head control and it looked like we were 

moving forward with him.  September comes and it is the worse month of my life. 

Leeroy’s nurses both left for vacation, so both would not be here for two weeks. Right after they left, 

Leeroy started getting sick.  X-rays showed pneumonia in his left, lower lung. He was admitted to the 

regular floor and on September 15 discharged home.  They asked if I was comfortable taking him home, I 

said yes, because if we stayed he would end up with a bacterial infection.  On September 17 he went in to 

cardiac arrest.  Again, by the time the paramedics arrived after we had done CPR, he was responding.  He 

was admitted to the hospital and tests came back fine except for pneumonia that was already going away.  

He was discharged on September 20.   

On September 25,  I was with Leeroy and realized he was just so happy, it did not matter how sick or 

congested he was.  He was smiling and around 1am I took his last picture, kissed him, and told him I 

loved him.  The next day while I was helping my Grandma make tamales, Leeroy’s nurse called and told 

me he was having apnea episodes and she wanted me to meet her at the house.  I called her back on my 

way home and she was doing CPR. She said she had already called the ambulance and I could hear my 

mom screaming over the phone.  The nurse told me that when the ambulance arrived, Leeroy’s heart 

stopped completely.  I remember banging on the door to the ambulance to let me in, but they were 

working on him, giving him emergency medicines. I got in the front and remember looking back at him. I 

was crying my heart out.  At the hospital, they were still doing CPR on him; it took 40 minutes to 

resuscitate him.  I was so happy to have my baby back, but who knew the next days would be the worst.   

While in the PICU, the doctor told us that Leeroy needed to wake up, he was not on any narcotics or 

sleeping medication and that his body was slowly giving out on him.  He was not producing any urine, his 

blood pressure was messed up, and his heart was failing.  All the tests were coming back bad.  On 

September 29 at 4am, the nurse woke me to tell me that they did not think Leeroy was going to make it.  

His doctor wanted to know what I wanted done if Leeroy went into another cardiac arrest.  I told them to 

help him, I was going to keep fighting until God told me it was time.  That afternoon they did a test that 

showed no brain activity or blood flow to Leeroy’s brain.  I still had faith for a miracle.   

On September 30
th
 at 12:40pm, Leeroy was pronounced brain dead. I remember crying next to him and 

placing his angel near him that said “Now I’m laying down to sleep, I pray the Lord my soul to keep, may 

angels watch me through the night and keep me in their blessed sight. Amen” At 2:55pm Leeroy was 

disconnected and his heart stopped while I was holding him in my arms. 

Leeroy Damian De Leon 

March 1, 2012- September 30, 2013 

Gone too soon, gone but never forgotten 

Forever 1 year 6 months 
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…Birthdays… 

 

January 

 

Alexis 

Alyssa 

Anastasia 

Bennett 

Caroline N. 

Conner 

Evangeline 

Febe 

Grace 

Henrik 

Lena 

Madison 

Manaia-Grace 

Mitchell 

Nicholas 

Paige 

Ryan 

Sara 

Shannon 

 

February 

 

Aiden 

Ambrosia 

Jack W 

Kaleb 

Kendric 

Kirsty 

Michael 

Rafferty 

 

 

 

…Upcoming Events… 

 

 

Mark your calendars for 

Rare Disease Day! 

February 28
th

 is Rare 

Disease Day.   

 

 

 

 

Mark your calendars for 

Purple Day! March 26
th

 is 

Purple Day- a World Day 

for Epilepsy Awareness 

 

 

Mark your calendars for 

the Epilepsy Symposium 

in Houston, Texas. April 

28-29
th

 

 

 

 

 

“We Are Not Without 

Hope” 

 

 

 

 

 

 


