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Creating Hope 

By Rebecca Alstrum-Acevedo 

Before we were Ohtahara parents, who were we?  Many of us probably had certain career paths and aspirations for 

what life would be like for our children.  Then everything changed in the blink of an eye.  We became parents of an 

Ohtahara baby fighting to survive and perspectives changed.  For some of us, we had no choice but to leave our 

jobs to focus on our Ohtahara child.  Others may have kept their jobs but have found that “moving up the ladder” 

isn’t that important as we attempt to balance work and caring for our special child.  Regardless, most of us end up 

learning that life is all about moments and being present in those moments since we never know what the day will 

bring and how long our Ohtahara children are destined to grace us with their presence in our lives. 

 

During this journey there are likely people we thought we could count on that did not step up to the plate as 

expected while others surprised us with their unsolicited acts of kindness and support.  There are also the amazing 

Ohtahara parents across the globe that we had the good fortune of connecting with through social media.  Thanks 

to this global community of Ohtahara parents we are able to share knowledge, vent or “just be.” For many of us, 

this community has now become just another part of our extended families.  Ohtahara parents have cheered each 

other on, celebrated milestones achieved by our children, and grieved as a community whenever another child’s 

journey has ended too soon.  There is strength in numbers and our Ohtahara parents are doing some heavy lifting 

each and every day.  I would venture to guess that none of us knew we would have the strength and courage within 

us to do this until the Ohtahara journey began.  Regardless of where on the Ohtahara journey you are, as you read 

this, always remember that we are the experts when it comes to our amazing children since time and time again 

our children have beat the odds and proven that medicine is NOT an exact science.  Never forget that every time 

one of us advocates on behalf of our Ohtahara children, regardless of the context (i.e. school, dealing with doctors, 

participating in a medical study, out in the community, etc.) not only are we giving our children a voice, we are all 

creating hope… 
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Rare Disease Day Symposium 

By Brianne McDonald 

 

For three years we have been attending the Rare Disease 

Symposium in South Dakota.  This is an excellent event hosted by 

Sanford Research and Sanford CoRDS (coordination of rare 

disease at Sanford).  Every year we have signed up to have a 

booth to show information about Ohtahara Syndrome. This year 

was no different!  We set up our table, ready to greet the mix of 

parents and medical professionals attending the conference.  As a 

bonus, we also get to attend the lectures of many remarkable 

doctors and researchers.  Topics this year included Batten 

Disease, Ataxia, Patient Advocacy, Dysmorphism, and cleft palate. 

 

All topics and researchers shared valuable information with the group; bringing study results, future 

research endeavors, and the importance of research of rare diseases.  Did you know that with three 

minor malformations the chance of having one major malformation increases greatly?  These minor 

malformations may just be indicative of one major, often unseen malformation.   

 

At our booth this year, I was able to speak with a handful of parents and medical professionals as they 

looked at the photos of our children, asked questions, and grabbed a purple ribbon and brochure.  I had 

one gentleman speak with me for several minutes, asking questions from diagnosis to medical marijuana 

use.  Yes, we get all sorts of questions! I love sharing information about Ohtahara Syndrome; it is just one 

way we bring awareness to the world about our children.   

 

The absolute highlight of our weekend, as it is every year, is 

meeting up with Amy, Haley, and their family.  I always enjoy 

their company and this year did not disappoint! We end our 

weekend with dinner, this year the boys began to entertain right 

away.  Conor would see Haley smiling at something he did (he 

checked to make sure she had a smile), then he would do it 

again!  Aaron gave Haley kisses and tried to talk to her, but of 

course it was just a bit of yelling. I think Haley understood it 

though!  Kindred spirits!  
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Meet Savannah 
By Mary Gross 

 

I waited so anxiously for my perfect little baby girl to come into this 

world. Daddy was a nervous wreck and my 3 year old, Abigail, was 

ready to meet her little sister! On November 18th, 2013, nine days 

before my due date, she decided she was ready for the outside! 

Delivery was quick and smooth and I was holding my 7 pound 9 ounce 

angel in my arms. Everything seemed ok at first, but as they were 

examining her they noticed that her right foot was club and that she 

had a cleft palate. After a couple of hours had passed the pediatrician 

came in and confirmed the abnormalities and said she was not feeding 

so we were going to be transported  to the University of Kentucky 

Children’s Hospital.  There we spent 4 days in the NICU while the 

speech therapy team taught her to suck and feed with the cleft using a 

special nipple. When they let her come home it was such a relief. 

The day after she got home I started noticing some strange behavior from Savannah. She slept a lot (she wouldn’t 

even wake herself to eat) and when I would wake her every 3 hours for a diaper change and feeding she would do 

this thing where it almost looked like she was sneezing. Her body would sort of draw up and tighten and her eyes 

would roll back in her head, but only for a couple of seconds at a time. She would do this up to 10 times or more in 

a row every time. It seemed strange but I didn’t think it was an 

emergency. She wasn’t crying or didn’t seem to be in any pain and 

she didn’t have a fever. We had an appointment at Shriner’s for her 

club foot in a couple of days so I thought since the weather was cold 

and wet that we would just take her to the doctor while we were out 

that day. After we left Shriner’s with her leg in its first cast, we 

headed back into town and I called the pediatrician’s office. After 

explaining what she was doing they told me I needed to take her to 

the ER right away. We got there and sat about two hours before they 

told us we had to take her to the Children’s Hospital an hour away. 

So off we went, so scared for our baby. 

At UK they told us our baby is having seizures and she has to have 

tests ran. We were there almost two weeks while they drew blood 

and took urine, did an MRI and two 36 hour video EEGs, ultrasounds of all organs, and a spinal tap. They put her on 

medications that carried horrible side effects to try to control the seizures. Nothing much seemed to help. We were 

so confused. When the doctors did their rounds, they were always vague on Savannahs condition. But one day as 

they came in, being led by the lead Neurologist, they looked different. Dr. Khan does not hesitate, “Your baby is 

very sick. She has Ohtahara Syndrome. We know this because of the EEGs and the early age of seizure activity. We 

will do what we can to try to control the seizures but it is very unlikely we will have any success.” They could not 

tell me much more because they had never encountered this syndrome and had very little knowledge about it. That 
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left me with only one thing to do for answers, Google it. It was horrible. The internet pretty much guaranteed my 

baby was going to die. We cried all that day and night as we stared at her sweet little face. I just kept thinking that 

soon I would have to say my final goodbye to my gorgeous little princess. I checked Facebook for any pages with 

info on rare syndromes. I located a page called the Ohtahara Support Group and the first thing I read was “We are 

not without hope”. I read further and saw posts from people who had children with Ohtahara that were of all ages. 

Some were inspirational posts and some had me in tears. One thing they all had in common was hope. I quickly 

joined the posts and introduced myself. The people were so kind. They understood how I felt and they gave me 

encouragement. I read as much as I could about Ohtahara. I asked other OS parents for advice, I researched 

treatments, and I wrote my neurologist and let him know that I would not give up on my daughter and that I would 

think he would be willing to help me fight. He replied by informing me that he will indeed do everything he could to 

help Savannah and he started his homework right away. He started Savannah on Sabril which carries some pretty 

heavy side effects, but has reduced savannahs seizures down to around 10 a day. She eats great and is gaining 

weight, she is slightly behind on some development, but she is only 2 months old. She still sleeps a lot, but when 

she is awake, every now and then, she will give the most beautiful smile I have ever seen. She is currently on three 

different AEDs. 

 During my research I read about a different type of therapy that was 

having great success with intractable epilepsy. It is CBD oil and is 

derived from the cannabis plant. It has no negative side effects and is 

showing miraculous improvements in some children with pediatric 

epilepsy. The oil can not only drastically reduce seizures but also 

promotes development. The very low and non psychoactive THC in 

the oil acts as a muscle relaxant to help combat stiffness resulting 

from OS. It gives a better quality of life for so many special children. 

Unfortunately it is not available in every state so to get this therapy 

for Savannah I must move across the country to help her. I advocate 

in my state in hopes that minds will open and see the healing 

benefits of this plant and the oil would become accessible here and I 

can come back home with my baby. Savannah is my precious doll 

and I would do anything for her. I realize more and more every day 

how blessed I am to get to be her Mommy. 

 

 

 
 

 



The Ohtahara Syndrome Community Newsletter 
 

www.ohtahara.org 
 

Aaron’s Ohtahara Foundation included in PCORI Award 

 Aaron’s Ohtahara Foundation is one of 10 organizations representing a rare epilepsy to receive funding from the 

Epilepsy Foundation through a contract from PCORI (Patient-Centered Outcomes Research Institute). The Epilepsy 

Foundation will bring together the following partner organizations to form the Rare Epilepsy Network (REN): [please 

link to http://pcornet.org/patient-powered-research-networks/pprn17-epilepsy-foundation/ ]  Dravet Syndrome 

Foundation/ICE, Hope for Hypothalamic Hamartomas, Aicardi Syndrome Foundation, Phelan-McDermid Syndrome 

Foundation, Tuberous Sclerosis Alliance, Dup15q Alliance, Lennox-Gastaut Syndrome Foundation, International 

Foundation for CDKL5 Research, Aaron’s Ohtahara Foundation, and PCDH19 Alliance.  

The Epilepsy Foundation award is one of 18 Patient-Powered Research Networks awards made by PCORI which, 

along with 11 Clinical Data Research Networks, together will form PCORnet: the National Patient-Centered 

Clinical Research Network [please make this a link to http://pcornet.org]. Each of the individual patient-powered 

networks will create a national registry of patients with corresponding survey and medical data in order to be able to 

conduct research that is meaningful to and driven by the patients and caregivers.    

As some may imagine, this is exciting news for our organization. The funding received will help us raise awareness, 

enhance research, and promote studies in learning more about our children with Ohtahara Syndrome.  Participation 

in this network goes along with our organization objectives; Research, Awareness, and Family Support.  We are 

proud and excited to be participating in this opportunity. 

During the next 18 months, the Epilepsy Foundation-led team will use the PCORI funds to create a registry of 

individuals with rare epilepsies and to increase patient/caregiver engagement in research and health care decisions. 

The team, which will include Ohtahara Syndrome families, will also be part of the process to develop policies 

governing data sharing and security and protection of patient privacy. Participation of families in the REN committees 

and in contributing data to the registry will be critical to the success of the network and potential future funding 

opportunities.  The REN will begin data collection sometime in April and families will be notified of this opportunity 

through our webpage (www.ohtahara.org), email blasts, newsletters, and social media. 

The funding from Epilepsy Foundation may also be used to help educate our families on caring for their child with 

Ohtahara Syndrome and the results of new research.  There may also be a chance for families attending our 

Ohtahara Syndrome Conference and Family Gathering to learn more about this opportunity from governing 

committee members.  With families supporting our ongoing research efforts, we hope to find better treatment options 

and improve quality of life for our children. 

If you have any questions about the rare epilepsy network, how you can become involved in the committees, or what 

research questions the network should address, please contact Brianne McDonald (briannekw@yahoo.com). The 

following is a link for the REN survey that may be completed by patient families and caregivers.  

https://www.surveymonkey.com/s/5D7QQ95 

 The Collaborative Patient-Centered Rare Epilepsy Network was selected through a review process in which 

patients, caregivers, and other stakeholders joined scientists to evaluate the proposals. Applications were assessed 

for the capacity of their network to collect complete, comprehensive clinical data; how well they will engage patients 

and other stakeholders; and their ability to maintain data security and patient privacy among other criteria.  

The Patient-Centered Outcomes Research Institute is an independent, non-profit organization authorized by 

Congress in 2010. Its mission is to fund research that will provide patients, their caregivers and clinicians with the 

evidence-based information needed to make better-informed health care decisions. PCORI is committed to 

continuously seeking input from a broad range of stakeholders to guide its work. More information is available at 

www.pcori.org. 

http://pcornet.org/patient-powered-research-networks/pprn17-epilepsy-foundation/
http://pcornet.org/
http://www.ohtahara.org/
mailto:briannekw@yahoo.com
https://www.surveymonkey.com/s/5D7QQ95
http://www.pcori.org/


The Ohtahara Syndrome Community Newsletter 
 

www.ohtahara.org 
 

 

…Birthdays… 

 

March 

Aaron Martin 

Aaron McDonald 

Alexander 

Ally 

Amelia Rose 

Jack 

Joshua 

Logan 

Segev 

Sophia 

 

April 

Aiden 

Arabella 

Eian 

Emma 

Foong Xin En 

Grace 

Joshua 

Juan 

Lewis 

Noelle 

Sarah 

Tara 

Tim 

Tyler 

Zackary 

 

 

…Upcoming Events… 

 

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

 

 

 

Mark your calendars for the 

Ohtahara Syndrome 

Conference and Family 

Gathering in Boston, MA; 

June 20-21 *more details to 

follow* 

 

 

 

“We Are Not Without Hope” 

 

 

 

 

 


