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NOVEMBER IS EPILEPSY AWARENESS MONTH 

It is here! National Epilepsy Awareness Month!! November is a time that I gear up and start sharing even 

more on Epilepsy and Ohtahara Syndrome.  I have my purple clothing picked out, 

my purple ribbons and bracelets, and a goal to spread awareness of Epilepsy and 

Ohtahara Syndrome.   

This year for Epilepsy Awareness Month, I decided to complete 30 acts of 

kindness in honor of Epilepsy Awareness.  For the past two weeks I have come 

up with a list of over 30 things that I could do to brighten someone’s day; all for 

awareness!  I’m looking forward to this month and sharing my adventures with 

everyone.  To keep up to date on my 30 acts of kindness, you can like us 

(ohtahara.org) on Facebook or follow us on Twitter (@OSohtahara).  I will be 

posting updates and a few photos throughout the month.   

Along with the 30 acts of kindness, we will also be posting information regarding Epilepsy and Ohtahara 

Syndrome throughout the month.  I hope everyone has a great month!  We will be thinking of all the 

wonderful families and children throughout the month.  Please share the ways you are gearing up for 

Epilepsy Awareness, we would love to read about them! 

12 Ideas for Spreading Awareness of Epilepsy 

1. Print flyers or pamphlets and put on local community boards 

2. Host an awareness event or fundraiser 

3. Make and hand out purple ribbon pins (or stickers, etc.) 

4. Volunteer for local Epilepsy organization 

5. Volunteer for nonprofit of your choice, in honor of Epilepsy Awareness 

6. Donate items to local hospital, clinic, or neurology/Epilepsy Center 

7. Send cards to friends and family sharing about Epilepsy Awareness Month 

8. Start or attend a local Epilepsy support group or other advocacy group 

9. Wear purple and share why you are wearing so much purple in November 

10.  Donate to Epilepsy nonprofit organization  

11. Buy a coffee for a stranger and mention it is in honor of Epilepsy Awareness Month 

12. Send thank you cards to child’s teachers/nurses who help your child  

Read Keely’s Krew for one more way! 

my first act of kindness 
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KEELY’S KREW 

Following our daughter Keely's hospitalization in September due to sepsis, and learning in recent months 
about other Ohtahara children who have passed before their time, mobilized us to 
want to do something that would have a global impact for Ohtahara children.  We as 
a family, like many of you, are participating in a global study being conducted specific 
to Ohtahara Syndrome, along with a study on the genetics of Epilepsy, in the hopes 
that someday families and their children will be spared the pain and the heartache 
that Ohtahara brings as families are forced to helplessly watch their loved ones' 
attacked by seizures without there being a cure in sight. We don't know that our 
participation will make a difference for Keely in her lifetime but if we can make a 
difference for the next generation of OS children and others with epilepsy to have a 
better quality of life, this will all be worth it. Since November is Epilepsy Awareness 
Month, we decided to host a fundraiser selling Keely's Krew Member t-shirts for 

$20/each and will donate the proceeds to benefit Children's Hospital Boston, where the 
Ohtahara research study is being conducted. The t-shirt's will reference Ohtahara Syndrome 

Epilepsy Awareness and feature artwork by Keely's big sister, Kyra.  

We are now accepting pre-paid orders so we can get the shirts printed in early November. Then we ask that in 
Keely's honor, as a member of Keely's Krew, you go out and do volunteer work in your communities while 
proudly wearing your shirts.  If you are interested, please send an email to felicidad73@yahoo.com. If there is 
enough interest after October 31st, we will have another batch of t-shirts printed. If you are outside the U.S. 
we are also accepting Pay Pal payments for the shirts plus shipping.  Please indicate what size you are ordering 
when you submit your pre-paid order.  Available sizes are as follows: 

Adult: Youth: 

Size Chest Size 

S 36-39 XS 2-4 

M 40-43 S 6-8 

L 44-47 M 10-12 

XL 48-51 L 14-16 

XXL 52-55 XL 18-20 

3XL 56-59   

4XL 60-63   

 
For those of you that would rather just donate directly to the Ohtahara research at Children's Boston here is 
the link for our fundraising website earmarked for this purpose that launches on November 1st and will be 
active the entire month of November for donations. 
 
http://howtohelp.childrenshospital.org/events/page/Rebecca-Alstrum-Acevedo/keelyskrew.htm 

Thanks in advance everyone! -Rebecca, Ricardo, Kyra & Keely 

art for t-shirt 

mailto:felicidad73@yahoo.com
http://howtohelp.childrenshospital.org/events/page/Rebecca-Alstrum-Acevedo/keelyskrew.htm
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Thank you to Rebecca for another wonderful article and beautifully written poem.   These past few months have 

been very difficult for us, as we all have said goodbye to some of our children.  Leeroy, Wyatt, and the many others 

are always in our hearts.  We have been so blessed by these children.  Thank you to the families that have shared 

their child’s story with their Ohtahara family.   

 

Reflections By Rebecca Alstrum-Acevedo 

One of the toughest parts of being part of the Ohtahara community is when a child loses his or her battle.  Your 

heart breaks for the family that remains behind to try to pick up the pieces and regain some semblance of 

normalcy.  Then there is the “survivor’s guilt” for those of us whose child is still on the journey and we wonder 

“Why?”  What makes the difference as to whether or not an OS child will make it to birthday number three and 

beyond?  

As the holidays draw near it is hard to fathom how those in our community who have lost a child will get through it.  

I am sure many share my sentiments that you are in our thoughts and prayers constantly.  Knowing that there are 

OS Angels watching over those of us who remain on the journey is comforting.  I know that the holidays will be 

especially tough for those still healing their hearts from their loss.  Thinking of you I wrote the following: 

 

Holding you one last time 
Not ready to say goodbye 

Thinking of all the hopes and dreams not realized 
 

You told us you were ready 
But please give us this moment… 

 
Allow us to indulge 
To shed our tears 
Our love was such 

That we never gave up 
 

Our minds know you are in a better place 
We just need a little more time for our hearts to catch up 

 
As we reflect on the journey 

We know one thing for certain 
Lives were touched and forever changed 

That is your legacy 
Until we meet again… 

©Rebecca Alstrum-Acevedo 
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…Birthdays… 

 

November 

Ava 

Caroline 

Haley 

Kaia 

Lea 

Max 

Niamh 

Phoebe 

Roberto 

Savannah 

Tajerian 

December 

Andrew 

Auke 

Muhammed 

Olivia 

Samantha 

Tyler 

 

…Upcoming Events… 

 

We are celebrating Epilepsy Awareness Month 
by hosting a fundraiser on Saturday, November 

16.  We are very excited to share the word about 
Epilepsy and how it has affected us as well as 

your family. 
The event page can be found on Facebook at: 

 
https://www.facebook.com/events/1423708344

511705/?ref_dashboard_filter=calendar 
 

If you would like to support the research efforts 
with Boston Children’s Hospital and the current 
study regarding Ohtahara Syndrome, please visit 

Rebecca’s fundraising page at: 

http://howtohelp.childrenshospital.org/events/pag

e/Rebecca-Alstrum-Acevedo/keelyskrew.htm 

 

…#kindnessforawareness… 

To follow me on my 30 acts of kindness 

adventure, please follow Aaron’s Ohtahara on 

Facebook and Twitter!   

Facebook: ohtahara.org 

Twitter: @OSohtahara 
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http://howtohelp.childrenshospital.org/events/page/Rebecca-Alstrum-Acevedo/keelyskrew.htm

