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Back To School Issue! 

For many of us, August or September, means back to school time.  For some 
of us, this year marks our children’s first experience with going to school. 
 This issue of the Ohtahara Community Newsletter will bring you ideas and 
information to get you ready and keep you going throughout the school 
year.   
We have such a diverse group within our Ohtahara Community.  Some of 

our children are older and have been in school for a few years or more. 

 Haley, Amy’s daughter, just started middle school this year!  Aaron, Keely, 

Kirsty, and Harper are examples of our children that have just begun their 

school adventure.  We may be at different stages, but we can learn so much 

from each other.   

Prepare For The IEP 
   By Brianne McDonald 

 
An IEP is an Individualized Education Plan that is prepared for a child with special needs.  These needs 
may vary from a speech delay to severe developmental delays.  This is a cooperative effort between the 
child’s school, teachers, therapists, and parents to get the best possible education and assistance for that 
child.   
 
Aaron has been in an early intervention program since he was six weeks old.  For the past three years, we 
have welcomed the same few people in and out of our home for a variety of therapies; from speech, PT, 
OT, and vision.  Aaron and many of your children are probably working under or have worked under an 
IFSP or Individual Family Services Plan.  Transitioning to school based programming and an IEP may bring 
concerns and worry to mind.  I am hoping to help ease some concerns by providing tips to help prepare 
for the IEP and give you my personal experience with the first IEP meeting we had.   
 
IEP Prep 
 
To prepare for an IEP there are a few resources that you should be aware of.  I have compiled a list of 
resources that may be helpful when preparing for an upcoming IEP; whether this is your first IEP or not.   
 

 Wright’s Law  http://www.wrightslaw.com/  This is a webpage geared to help with special 
education law and provides valuable information for IEPs. 

 National Center For Learning Disabilities http://www.ncld.org/students-disabilities/iep-504-
plan/individualized-education-program-headquarters?gclid=CKqX5faZnrkCFY87MgodhjsAYQ 

 U.S. Department of Education 
http://wdcrobcolp01.ed.gov/Programs/EROD/org_list.cfm?category_cd=SPT#N  This is a resource 
that families can find organizations, such as Parent Training and Information Centers (PTI) for each 
state.   

Aaron 

http://www.wrightslaw.com/
http://www.ncld.org/students-disabilities/iep-504-plan/individualized-education-program-headquarters?gclid=CKqX5faZnrkCFY87MgodhjsAYQ
http://www.ncld.org/students-disabilities/iep-504-plan/individualized-education-program-headquarters?gclid=CKqX5faZnrkCFY87MgodhjsAYQ
http://wdcrobcolp01.ed.gov/Programs/EROD/org_list.cfm?category_cd=SPT#N
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IEP ADVICE 
 

 Request materials that will be given to you during meeting 
in advance.  This will help you become familiar with the paperwork 
as well as give you time to read the material before the meeting. 
 Not having the information before the meeting may mean you 
miss some important information or you may not have time to 
read all the material during the meeting.   

 Send information and materials you will be sharing with 
team in advance.  This works both ways, you want to be informed 
and so does your child’s IEP team.  You may have materials, 
studies, letters from doctors, therapists, etc. that can be beneficial 
for the team to review prior to the meeting.   

 Write a list of your child’s strengths, weaknesses, needs, 
and goals from your perspective.  The IEP team may have a list 
already based on the last IEP or IFSP and working with your child, 

they have an idea of what may need to occur to give them the best education.  You as a parent, 
know your child best.  This means you should be prepared with a list of your own information on 
strengths, weaknesses, needs, and goals.  This will also give you an outline for discussion during 
the meeting. 

 Ask your child’s private therapists and/or caregivers (i.e. nursing) to join you in the IEP.  These 
people know your child well and can help share information regarding your child.  If they are 
unable to meet during the IEP, you can also ask if they would write a letter about your child and 
share information regarding care, at home therapies, etc.  The goal for this is to help the school, 
teachers, and therapists understand the importance of the therapy, medical care, and safety of 
your child.     

 
IN THE MEETING 
 

I admit to being nervous about Aaron’s IEP meeting.  I was the only one on my 
side of the table except for a teleconference call with a professional in post 
Hemispherectomy cognitive and physical education.  There were eight on the 
other side of the table.  I felt prepared, granted I had been working on my side 
of Aaron’s IEP for over a month, yet I was still nervous.  I worried about what 
this IEP would mean for Aaron, what if I forget to mention something, and 
what if something is not given to Aaron that I believe he should have.  We 
probably all have these questions in mind when we are preparing for an IEP. 
 This is one reason why I worked for over a month on getting ready for this IEP 
meeting.   
 

As the meeting began, we all exchanged materials for the IEP and listened through teleconference about 
the general information that is available regarding post Hemispherectomy children and education.   
One thing I wanted to stress was Aaron’s vision.  To give everyone at the meeting a better idea of what 
Aaron is actually able to see, I taped over some glasses to show his peripheral vision cut.  This is not 100% 

Eian 
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accurate; however, it does give a better understanding of the vision cut.  If there is something that can be 
done to help others understand your child better, such as these glasses, then I would recommend trying 
to work this into the meeting.   
 
As a team, we went over Aaron’s strengths, weaknesses, educational needs, safety, and goals. Some 
examples of the educational needs we discussed are: 
 

 Font of learning material shown 
 Using a slant board for better viewing 
 Where Aaron should be seated in the classroom based on hearing and vision 
 Orientation to new environments 

 
Our list covered an entire page of educational needs for Aaron.  The list covered other topics like safety 
and being outside, PT, OT, Vision, and Speech hours, and equipment that should be used in the classroom 
to help Aaron.  Aaron has several goals set in place for this school year.  These goals are unique to each 
child.  The PT, OT, or Speech pathologist can create these goals based on working with your child, but as a 
parent, you can also establish goals for your child.  I recommend contributing to the goals and more 
importantly, documenting the progress of these goals throughout the year.  
 
Overall, the IEP went well.  I like Aaron’s team and feel they are doing their best to help him at school. I 
am very happy that I prepared for this IEP.  Each IEP meeting will be different for each child.  There may 
be different goals or needs; however, each IEP is set up to help your child get the best experience and 
education for them.  If anyone would need help regarding their child’s IEP, please let us know.  Not all 
IEPs go smoothly.  It can be difficult to get what you want for your child, be it one on one care, PT hours, 
or other equipment, but continue to work with the team and bring as much information to the table as 
you can. The overall goal is to help your child get the best education and experience they can, safely and 
effectively.   

    

     Amelia       Kirsty 
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CHANGE 

By  Rebecca Alstrum-Acevedo 

I don’t know about the rest of you but I have not been known to embrace Change 

especially when it is NOT of my own choosing.  In those situations, I tend to fight 

Change “kicking and screaming” until I have a chance to take a step back and 

digest what is happening and the impacts.  As an Ohtahara parent, I have had to 

get out of my comfort zone when it comes to unexpected changes.  I am NOT 

saying that I like Change BUT over these past three years on our journey with 

Keely, I have gotten better at coping with Change. 

When Keely was in the NICU and she was diagnosed with Ohtahara Syndrome, it 

was like getting hit with a ton of bricks which many of you can relate to…This was 

NOT a change we anticipated OR welcomed as it completely changed my family’s 

life in the blink of an eye.  This was a defining moment for me regarding Change.  

Keely was a “medical unicorn” for all intents and purposes.  That moment and 

how I reacted has made all the difference not just for me but my entire family.  I 

chose NOT to let the possible dire outcomes for Keely paralyze me while allowing myself to feel angry and grieve 

the loss of what I thought our lives would be with Keely.  This helped me cope.  I also did not let this unexpected 

Change deprive me of rejoicing in the fact that Keely was still with us OR of the desire to do everything in my power 

to give BOTH Keely and her sister, Kyra, the best quality of life possible.  I acknowledge that I did NOT do this alone 

and know that I am fortunate that my husband is on the same page. 

Now three years later, more changes are on the horizon as Keely is about to start pre-school.  I would be lying if I 

said I wasn’t nervous or anxious about this transition.  Keely will be taking a bus to school and that is a tad stressful 

for me.  I do find comfort knowing that Keely will be accompanied by one of her nurses whom I can trust to make 

sure Keely will be safe.  Another way I am preparing for this Change and my insecurities about the fact that the 

teachers and staff won’t know Keely like I do, is that I created a “mini bio” about Keely which I plan to distribute to 

them.  Below is a copy of the “mini bio” in case any of you are also going through similar transitions and want to 

provide a bio of your child to new teachers, staff or therapists. 

I cannot say that I have mastered the art of dealing with Change since I am a “rookie” on this Ohtahara journey 

compared to many of you.  I also know that there will still be unexpected moments that will make my heart drop 

and will require me to take a deep breath to get my bearings, BUT I am getting better at facing Change head on.  

Sometimes that’s half the battle…  

Keely’s “Mini Bio”  (See Below)     

 

 

 

Keely 
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ABOUT ME:  Keely Aparicio-Acevedo (Birthday July 21st) 

By  Rebecca Alstrum-Acevedo 

 

Diagnosis (Medical & Opththalamological): 

-Eye Conditions:  myopia (near sightedness), astigmatism (curvature of cornea or lens), intermittent esotropia (eyes 

turn inward) and nystagmus (involuntary movement of eyes) 

-Medical: Ohtahara Syndrome (seizure disorder) and genetic mutation, feeding difficulties, respiratory (on oxygen 

24/7; noisy breathing; excess secretions) 

Overall Learning Style (visual adapted/tactile/auditory/kinesthetic): 

I am a multi-sensory learner and does best with music, a variety of sensory input, lights and extended wait time to 

look, reach and/or play.  I have good, usable vision but I need materials at eye level, with high contrast and I enjoy 

illuminated objects and toys 

Getting to know me: 

I love to smile and be around family and friends.  I am interested in people and like my friends at school.  I love 

playing around with mom, dad, sister and nurses.  I enjoy music time and will use a lot of energy engaging in music 

play. 

Strengths/things I’m good at: 

Listening to music, playing instruments like drums and shakers, swinging, being near peers, playing with toys that 

light up/and or play music, participating in group activities and using technology like BIG Macs, switches and my 

talker. 

Things that I find challenging: 

Loud/unexpected sounds, quick movements and directions, people grabbing my hands and sitting for long periods 

of time 

Strategies to address challenging areas: 

Allow time for exploration and follow my interests. Good positioning can increase hand use and visual gaze; present 

objects at face level and allow ample wait time after asking a question or making a request; use music and rhythm 

to make learning time meaningful and fun.  Please let me know what you are doing before you grab my hands or 

touch me to avoid startling me. 
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Ohtahara Awareness 

We created an awareness page for our newsletter so we can share what others in our community are 

doing to bring awareness of Ohtahara Syndrome to those around them.  Send us your story and photos of 

Ohtahara Awareness! We would love to add them to our newsletter.  Thank you Kristen for sharing! 

From Georgia:  Tyler’s Troopers is in honor of little Tyler.  His family and friends have formed this team to 

keep his memory close to them, as he will always remain in their hearts.  Tyler’s family participated in the 

Magnolia Run/Walk for Epilepsy. 

Kristen writes.. “Our team, Tyler's Troopers, was formed last year after we lost our first child to OS.  This year, we 

were so blessed to have Tyler's little brother, Jacob, join us in remembering our precious boy.” 

 

 

From Nebraska:  Aaron’s Ohtahara hosted the annual Volleyball For Epilepsy tournament to help raise 

money for awareness, research, and family support.  We had a great time!   
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 …Birthdays… 

September 

Alex 

Carter 

Ella 

James 

Kaela 

Kareem 

Kyle 

Megan 

Thaddeus 

October 

Elijah 

Jack B. 

Jack S. 

Katie 

Mario 

Mia 

Payleigh 

Sophia 

Tallula 

A very happy birthday to these children and their 

families! We have so many celebrations over the 

next couple of months; I hope every child has a 

great birthday! Happy Birthday!! 

 

…Thank You… 

Thank you to Melinda for joining our Regional 

Representatives; we are very excited to have you 

volunteering with us! 

Thank you Kristen for contributing to our 

newsletter.  We appreciate you sending in your 

photos and sharing Ohtahara Awareness with 

your community! 

Thank you Rebecca for contributing the Change 

article to our newsletter.  As always, it is a 

wonderful addition to our newsletter!   

Thank you to Candace, Carol, Korin, Liana, and 

Rebecca for sending in your photos of the first 

day of school!  We love the photos you send! 

Thank you to those that supported Aaron’s 

Ohtahara at our Volleyball For Epilepsy 

Tournament! We had a great day and appreciate 

everyone’s support!   

 

 

 

 


