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Rare Disease Day 2015 

Share About Rare 

Figure 1 From left to right: Brianne Conor Aaron Dan at 
the Aaron's Ohtahara information booth for Rare 
Disease Day 

Rare disease day was celebrated on February 

28 this year. Aaron's Ohtahara for the fourth 

year in a row attended the Rare Disease Day 

Symposium hosted by Sanford Cords. This 

once again was a great event and an awesome 

opportunity to speak with many different 

medical professions. We spoke with quite a few 

clinical geneticists this year and although they hadn't heard of Ohtahara Syndrome 

specifically they did recognize some of the genes associated with it.  

Another great aspect with attending this event is the opportunity to meet other people and 

families who have started organizations or volunteer with other organizations for rare 

disease. This is not just epilepsy related so we are able to learn a lot about a variety of rare 

diseases (there are over 6,000)! We also see some familiar faces at this event and it is a 

great time to catch up and see how they are doing and how their children are doing. 

The best part of the weekend? Dinner. Technically this is not part of the event but it is our 

annual tradition to see Haley and her family! This alone is reason to attend! Every year Amy 

helps at the booth and answers questions as people stop by. Thank you Amy, your help is so 

valuable! After all Haley is 13 so Amy knows her stuff! 

 

 

Figure 2 Rebecca representing Ohtahara Syndrome 
in Denver CO for Rare Disease awareness 

www.ohtahara.org
http://www.sanfordresearch.org/cords/newsevents/
http://www.sanfordresearch.org/cords/newsevents/
http://www.sanfordresearch.org/cords/patientsfamilies/
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"Musings On Siblings of Ohtahara Children" 

By Rebecca Alstrum-Acevedo 

My husband and I, like many of you, spend a lot of our time and energy caring for our Ohtahara 

child, Keely, along with taking her to appointments and therapies. We do our best to also give 

Keely's 8-year-old, big sister, Kyra, as "normal" a childhood as we can which is a balancing act 

since we both work full time. We try to encourage Kyra to pursue her interests and have signed 

her up for some extracurricular activities such as piano and dance. At times with all our running 

around, we feel guilt wondering if Kyra is getting what she needs from us and worry about how 

Keely's needs are impacting her.  We try not to get too consumed by thoughts of regret and we 

hope you don't either. We are all doing the best that we can. 

What we do for both Kyra and Keely is that we make a point of hitting the "pause button" on our 

crazy lives by being purposeful about taking time to create memories with both of our girls. We 

might go for a walk in our neighborhood or pack a picnic and go to a nearby park.  At bedtime, 

we might read them their favorite stories. On occasion, we splurge on a special activity both girls 

would enjoy. For instance, our local planetarium had a laser light show set to Beatles music.  It 

was a perfect family outing since Keely loves lights and Kyra loves the Beatles. We also 

schedule time so that Kyra and Keely each get to spend individual time alone with us.   

So how do we help Kyra cope with having an Ohtahara sibling? Thanks to a program our 

Children’s hospital has for families of children with life limiting conditions, a social worker 

meets with Kyra a few times a month.  Kyra talks to the social worker about her feelings and the 

social worker helps her process what is going on with her sister through therapeutic play and 

other activities. As a family, we attend gatherings/events with other special needs families so that 

Kyra sees that she is not the only person with a special needs sibling and can interact with other 

kids that "get where she is coming from." We also have open discussions about the fact that we 

don't know what the future holds for Keely and that we just have to make the most of the time 

we have together. It's tough knowing that siblings like Kyra are being exposed to the concepts of 

mortality a lot earlier in life than most kids their age because they happen to have an Ohtahara 

brother or sister. Kyra’s biggest question right now is “When will Keely die?”  We tell her we 

don’t know and have to live in the “now” with Keely.  It saddens us that we have to have those 

kinds of discussions but we can't change the cards we have been dealt.  We just try to make the 

best of things.  

We wish we had all the answers but we don’t. Oftentimes the reality is that we are figuring 

things out as we go along this Ohtahara journey with an undetermined destination. What we do 

know for sure is that because of Keely, Kyra is blossoming into a very, thoughtful, 

compassionate person.  Kyra dotes on her little sister and shows us on a daily basis that she loves 

Keely as she is.   Kyra even informed us recently that Keely is her inspiration.  

www.ohtahara.org
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2015 Ohtahara Syndrome Conference and Family 

Gathering 

“We Are Not Without Hope!” 

The 2015 Ohtahara Syndrome Conference and Family Gathering is an opportunity to meet face 

to face with medical professionals working with and researching rare pediatric epilepsy and to 

meet families affected by Ohtahara Syndrome. Past conferences were held in Omaha, Nebraska 

and Boston, Massachusetts; this year the conference will be held in San Francisco, California. 

 

 

San Francisco, California 

July 17-18, 2015 

We are in the midst of planning the 2015 conference. Event details will be shared through the 

Aaron’s Ohtahara foundation webpage, Facebook page, and our event page Ohtahara Syndrome 

Conference and Family Gathering. Please check with these sites for more information on 

location, hotel, and activities.  

 

Figure 3 Family Day 2014 Back Left: Savannah, Ava, Noor, Anna Front Left: Ally, Jake, Aaron 

www.ohtahara.org
http://www.ohtahara.org/
https://www.facebook.com/AaronsOhtaharaFoundation
https://www.facebook.com/OhtaharaSyndromeConference
https://www.facebook.com/OhtaharaSyndromeConference
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Birthdays 

Aaron’s Ohtahara loves to celebrate a birthday or any special event for that matter when it comes to the 

children. 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! Remember the little things and enjoy each day together! 

 

 

 

 

 

 

 

 

 

 

 

 

 

March 

Aaron Martin 

Aaron McDonald 

Alexander 

Ally 

Amelia Rose 

Jonathan 

Segev 

Sophia 

 

 

April 

Abraham 

Aiden 

Arabella 

Ava 

Eian 

Foong Xin En 

Grace 

Joshua 

Juan 

Lewis 

Noelle 

Sarah 

Savannah 

 

 
*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 

 

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

