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November Means Epilepsy Awareness 

 

November, such a great time of year! Thanksgiving is upon us, 

Fall is in full swing, and yes for 50 million people worldwide 

(and their families) November means Epilepsy Awareness 

month in most cases.  Although not every country has the 

same Epilepsy Awareness Month, we all work together and 

share about it during our designated month.  

The Epilepsy Foundation shares little known facts about 

Epilepsy on their webpage; here are a few: 

* Epilepsy affects over 3 million Americans of all ages – more 

than Multiple Sclerosis, Cerebral Palsy, Muscular Dystrophy, 

and Parkinson’s Disease combined.  

* In America, Epilepsy is as common as Breast Cancer, and 

takes as many lives.  

*Almost 500 new cases of Epilepsy are diagnosed every day in 

the United States.  

And this one we know all too well…   

* 30% of those diagnosed are children.  

 

Although we recognize all those impacted by Epilepsy, adults and children; we focus our efforts on 

sharing awareness of Ohtahara Syndrome and other rare forms of pediatric Epilepsy this month (and all 

year). Other rare forms of pediatric Epilepsy include Dravet Syndrome, West Syndrome, and Lennox 

Gastaut Syndrome. When you see purple this month or better yet – when you wear purple this month, 

please think of those impacted by Epilepsy- the children, adults, families, friends, and care givers.  

Please read further for information about World Ohtahara Syndrome Awareness Day!! 

 

 

 

 

Ohtahara Syndrome: 

Did You Know? 

November 15, 2014 will be the 

first annual World Ohtahara 

Syndrome Awareness Day 

#WorldOSday 

http://www.epilepsy.com/node/986825
http://www.epilepsy.com/node/986825
https://sites.google.com/a/ohtahara.org/ohtahara2/home/events-1/worldohtaharasyndromeawarenessday-november15
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Giving Our Non-Verbal Children Voices 

By Rebecca Alstrum-Acevedo 

With Assistance from Brittany Jansen, M.A. CCC-SLP, Speech Language Pathologist 

 

When we started our Ohtahara journey, we opted to ignore the 
dire predictions and just focus on tapping into all the resources 
we could find to help Keely reach her potential whatever that is 
destined to be.  Sometimes that is easier said than done especially 
if you don’t have people around you that are focused on “what 
could be” vs. “what your child can’t do.”  We have been lucky in 
that respect to have been pretty good about “rooting out” those 
people who aren’t on Keely’s team and finding people who don’t 
focus on her limitations.  In that process, we also sought out other 
parents who have children with complex medical needs that have 

been on the special needs journey a lot longer than us.   

Early on, I met some parents whose children were non-verbal yet 
they had Communication devices.  Consequently, I just started 
asking these seasoned special needs parents questions about 

when they started exploring the use of Communication devices for their children and how they went 
about accessing these Communication devices for their kids.  Some parents told me that they wished 
they had asked about these alternative modes of Communication when their children were younger.  
Others said that they began contacting their local resource groups and social workers when their 
children were toddlers because they realized early on that despite their best efforts, due to their child’s 
medical condition, their child might not be able to communicate verbally.  They were also very in tune to 
their children (like we are with Keely) from the standpoint that there was never a question about 
whether or not Keely was aware of her surroundings or whether or not she understood language as she 
clearly does.   

The way we started exploring the possibility of Keely having a Communications device here in Colorado 
is that we reached out to our Early Intervention team and asked about arranging an assessment for 
Keely to explore the use of Communication (otherwise known as augmentative alternative 
communication or AAC) devices and the best way for Keely to be able to access or use such devices 
given her limitations using her hands.  When Keely was three years old, we had somebody from the 
school district come and evaluate Keely and that person provided us with feedback on switches and 
switch toys we could introduce Keely to such as the “Big Mac.”  We also had the good fortune of being 
referred to Inspiring Talkers who are experts when it comes to Communication devices and assessing 
children for what switches will work best.  When we took Keely to be assessed by Inspiring Talkers they 
pointed out the fact that we use hundreds of words in our daily spoken language and that to expect 
Keely to use a Big Mac for that purpose probably wasn’t the best given her physical limi tations and how 
exhausting it was for her to activate the Big Mac switch.  They found that a toggle switch worked best 
for Keely because she didn’t have to put forth as much physical effort to purposely activate the switch 
with her hand and to be able to maneuver on a Communication device and select the words that she 
wants to use.  Now mind you, this is not a process that happens overnight in terms of your child learning 
to use a device as Keely is now 4 and she still has her moments where she has no desire to use a device 
and will merely use her eye gaze, facial expressions or vocalizations to get her point across.  Keely is a 
bright girl and knows that she got her needs met at home long before she had a device by using her eye 
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gaze, facial expressions and vocalizations.  What has been helpful in motivating Keely to use her device 
is having her attend school in terms of making the connection that her friends don’t understand her eye 
gaze, facial expressions or vocalizations and if she wants others outside her home to understand her, 
she needs to use her device.  Keely currently uses an ECO and after evaluating our device options have 
decided that we are going to pursue getting Keely an Ipad with the Go Talk Now application which has 
the visual and auditory scanning options that Keely requires.  Specifically, Keely has cortical vision 
impairment and doesn’t always have the energy for scanning the pictures on her device to visually find 
the words she wants to use so the auditory scanning is key. Auditory scanning involves the AAC device 
telling Keely what buttons she can say. So for example it might tell her ‘play’ and if she wants to play she 
will hear that cue and hit her switch. Her device will then say “I want to play something”.  For those of 
you that are interested in tips for exploring the use of Communication devices for your child, I have 

consulted with Keely’s Speech Therapist, Brittany, and together we have come up with the following list: 

AAC stands for Augmentative Alternative Communication and this 
is defined as any tool, device, or strategy used to augment verbal 
speech. AAC is used with both verbal and nonverbal individuals. It 
provides a way for children and adults to communicate even if 
they don’t have the verbal speech abilities to do so. Regardless of 
your child’s diagnosis or physical limitations AAC should always be 
explored as an option to help your child communicate. To start 
the process you can contact the school district or a private speech 
therapy practice and ask to have your child evaluated, specifically 
to complete an AAC evaluation. In most cases, a person who is 
familiar with AAC devices will complete the evaluation. Typically 
several devices will be explored before a communication device is 
chosen for your child. It is not a quick process; the trialing of 
devices can take several weeks and if a device is determined it 
usually takes another 3 months for the device to be approved by 

insurance and purchased through the company.  

If your child has physical limitations there are ways they can access or ‘hit’ the computer to make it talk. 
There are many different switches available that can be positioned near any body part that your child 
can voluntarily move (hands, head, foot, mouth, elbows, knees). For Keely, she has control over her right 
hand so she can therefore hit a switch we have positioned on her wheelchair tray when she wants to 
activate a button on her communication device. Sometimes the SLP evaluating your child will have 
knowledge on access and switches but other times an occupational therapist may come in to assist with 

this piece of the puzzle.   

As you explore the options to give your children their voices remember the following: 

The process of evaluating and getting a child or adult a communication device isn’t always quick but it is 
well worth the wait. No matter how significant the disability is your child has a voice and there are many 

different ways to allow them to share it.  
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Meet Savannah 
By Linda Cox 

 

Savannah Siobhan Ann McGeorge was born on the 4/11/2011 (Nov 4) 
weighing 4Ib 11oz. Her sister Sorchah Shirley Jean arrived forty-five 
minutes later weighing 6Ib 4oz.  
 
A normal pregnancy and delivery the girls passed all the usual tests 
with flying colours. It wasn't till the next day that the doctors noticed 
that Savannah was not holding her temperature and she was placed 
on a heat mat. This seemed to solve the problem and both girls were 
discharged home on the 7/11/2011.  
 

The first five weeks of Savannah's life everything appeared completely 
normal, she was the perfect baby and both she and her sister were 
growing like mushrooms.  It was the day before Christmas Eve at 
6.15pm that the nightmare began. Savannah was very unsettled 

and when Shauna lifted her from her crib she noticed that her arms and legs began 
to tremor and there was a tightening around her forehead! We immediately  
phoned emergency services and by the time the ambulance arrived she had had a further three seizures. 
 

She was admitted to Ward 20 at Wishaw General but we were told that all the facilities to help diagnose 
Savannah were shut till after Christmas!!  By the time they had reopen on the 28th of December her 
seizures had increased so much that keeping a chart was impossible. When she was finally transferred to 
Yorkhill (Glasgow's children's Hospital) and received her first MRI and EEG the diagnosis of Ohtahara 
Syndrome was unmistakable. Shauna was told "Take her home, love her, encourage her, but don’t 
expect her to see her second birthday!  
 

So much has happened since that day, and Shauna has taken it 
one day at a time, one Hospital admission at a time! 
Savannah's seizures have never been 
completely controlled and due to chest infection after chest 
infection she now has CLD, is on permanent O2, and is also fed by 
NG tube. All the classic issues with OS.  
  

We have never seen her smile or heard her laugh, and she has no 
mobility or body support. But her eyes tell you everything, happy 
sad, hurt, angry, or just plain fed up. It’s there for all to see, she 
loves her TV and music (Transformers cartoon and Disney films). 
Her favorite thing is men's voices, boy can that girl flirt!! 

 

She has had a tough time this last year and we are blessed that 
she is celebrating her 3rd Birthday with her sister. Savannah's strength has been amazing and of course 
she is stubborn just like her Mum. She is just our "Savannah" an amazing little lady. 
 

Savannah with her twin sister Sorchah 
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World Ohtahara Syndrome Awareness Day 

Location: World Wide 

 

In honor of our children, the families, researchers, medical professionals, and caregivers; we are 

recognizing November 15 annually as World Ohtahara Syndrome Awareness Day. Aaron’s 

Ohtahara Foundation, the regional representatives, and the families joined together in 

celebration and remembrance of our children. Please join us as we honor our children, 

November 15; We Are Not Without Hope!  

Ways you can help: 

1) Share with your friends, family, co workers, and those next to you about Ohtahara Syndrome 

and how it has affected your life 

2) Wear purple in support of Epilepsy 

3) Use the #WorldOSday on your social media sites and share a message about Ohtahara 

Syndrome 

4) Follow and Like Aaron’s Ohtahara on Facebook and Twitter for more facts and photos to 

share 
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REN- Rare Epilepsy Network 

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

 

 

 

 

 

 

 

 

    

 

 

 

 

 

 

 

“We Are Not Without 

Hope” 

 
 

November 

Aliyah 

Ava 

Caroline 

Haley 

Kaia 

Lea 

Max  

Niamh 

Phoebe 

Roberto 

Savannah M 

Savannah P 

Tajerian 

December 

Auke 

Itzel 

Maeve 

Muhammed 

Olivia 

Samantha 

Tyler 

*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

