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WELCOME                        In This Issue:  

The Christmas season is now here. Among the hustle, gifts, 

decorations, food, and traditions, we pray everyone has a 

wonderful Christmas, whether it is celebrated or not. We pray 

that everyone is able to receive the joy Christmas brings and 

feel God‟s love for all. Our children are such blessings and we 

pray for strength, love, and seizure free days for our children. 

I hope to impress upon my children the true reasons for 

celebrating Christmas and to show them the miracles, joy, and 

blessings that are all around us this time of year and 

throughout. 

This month's newsletter will bring some holiday gift ideas and 

photos, you will be able to read about Emma, and read a 

wonderful article by Eric Fischer. We truly appreciate all the 

support we are receiving from those that have been willing to 

write and share their child's story as well as other information 

for our newsletter to share. 
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Meet Emma

by Rhonda Towler 

 

Emma was born April 20, 2007 here 

in Brandon. Not long after, I had 

sensed “something” was not right. 

Emma seemed jumpy, delayed and 

not able to follow vision wise. At her 

2 month immunization appointment, 

I asked her doctor to take another 

look at her. She was then referred to 

the pediatrician. A few weeks later at 

her appointment, he immediately 

sent us to Winnipeg Children‟s 

Hospital. She ended up getting admitted for testing, which was to take a couple days. It turned 

into a very long three weeks. I kept telling the doctors it was like she was having a seizure. 

Finally they called the neurologist and he didn‟t think so, but sent her for an EEG to be sure. 

Little did I know the next 45 minutes of that day would change our lives forever. They told us we 

were to wait in the hallway for about 45 minutes. After 15 minutes they called us in to tell us 

Emma has had 4 seizures since she had been in there. Although I was devastated, I tried to look 

on the bright side, thinking lots of people have seizures, it can be managed. I did not realize how 

dead wrong I was. Emma was given a load of Phenobarb to settle the seizures while they could 

do further testing. She was so sedated, she was out for 3 days, and I was starting to go crazy.  

She underwent numerous testing, such as EEG (had it on for a few days), MRI, LP, numerous 

blood tests, PEG Radioactive testing, and that is to name a few. She was having 20 + seizures a 

day, which were Infantile Spasms, so it just looked like she was jumping or startling while 

falling asleep, while sleeping or awakening. She was finally released from the hospital and sent 

home on ACTH injections, which is a steroid. It worked wonderfully to control seizures, 

however, you cannot be on it forever. When she stopped the injections, we had numerous trips to 

the ER here in Brandon as she was having seizure clusters (seizing, brief stop, then seizing again, 

etc). We have had so many adjustments to her meds. In June, 2008, her neurologist finally told 

me what she was diagnosed with, although I am pretty sure he knew before. She has Early 

Epileptic Encephalopathy of Infancy, otherwise known as Ohtahara Syndrome. It consists of, but 

by all means not limited to, cortical vision impairment, severe developmental delay (she is like a 

newborn baby), seizures (very difficult to control with medication) and feeding issues. In 

January, 2009, Emma was admitted to WCH to start on the Ketogenic Diet, which it a medical 

diet often used to control seizures. At that time, she also underwent a feeding study, at my 
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request. Since then she has been restricted to have anything by 

mouth, as she was putting 80% into her lungs, causing her to have 

aspiration pneumonia. She was scheduled for G Tube surgery. The 

night before surgery, she had a fever, which turned out to be the 

start of pneumonia. Surgery was canceled and the next date was 

February 13th. She remained in the hospital all this time. After her 

surgery we returned home on the 18th of February. It took a lot of 

getting used to, as I was having to use the feeding pump, IV pole, 

etc. She adjusted wonderfully, life was great!  

March 10th came along and Emma started having severe diarrhea. Her doctor and I figured, 

probably just a flu bug. Over spring break, we went into Winnipeg as she had appointments with 

Metabolics, neurology, surgery follow-up, and her pediatrician. They were all clueless as to 

WHY she would still be having diarrhea. We collected stool samples and sent them away, with 

no results to show anything. We took her off the Ketogenic Diet; put her on Nutren JR. with 

pedialyte to see if that worked. It didn‟t. At the end of April, she was still the same. We went to 

the Rehab center for Children clinic to see her feeding specialist. We switched her over to a 

formula that is the most broken down formula you can get. After 5 days of being on the new 

formula, Emma was nothing but bones, she dropped weight like crazy. Her eyes were sunken in 

and she looked absolutely horrible. After having her on straight pedialyte, and no result for the 

better, I took her back up to the hospital here. The doctor could not figure out why either, 

especially after getting pedialyte on continual feed. Emma was so dehydrated and malnourished, 

that her sodium was so high; she was at major risk for a stroke. They admitted her to BGH. After 

being in hospital 4 days, with still no answers, Emma developed pneumonia again. Her doctor 

refused to prescribe her an antibiotic, and she was so weak, she kept desating and they finally 

transferred her to Winnipeg via ambulance. She was admitted to CK3 there, and shortly after, 

rushed into PICU. In PICU, seeing Emma for the first time, hooked up to BIPAP, I thought, my 

God, this is it, this is how I am going to lose her. It is a mother‟s worst nightmare.  

I was standing beside Emma and realized they had her G-Tube hooked up to a drain, to empty 

out her tummy. I asked the nurse in there, what is that coming out? Yes, it was poop. The next 

day, she underwent a fluoroscopy, to test where the fluid is going when put into the tube. That is 

when we finally found out why she had diarrhea in the first place. Her G-tube was in her colon, 

NOT her tummy! Needless to say, she was very dependent on the BIPAP machine and still very 

weak. She spent 2 months in PICU and up on the ward. Finally, we were sent home at the end of 

June, once Emma had recovered wonderfully as she could have. She was sent home on oxygen, 

and she had an NG and NJ tube for feeding and we were awaiting her surgery. First two 

surgeries were cancelled due to the H1N1 breakout at the hospital in Wpg. All of the PICU beds 

were full and they would not do Emma‟s surgery without a bed In PICU for her after. Finally, at 

the end of August she went for surgery. Emma had to get a fundoplication, which is the stomach 

wrapped around the esophagus to prevent refluxing, repair of the two fistulas (hole in colon and 

stomach from first tube) and a new G tube. I made the decision for her to have an Epidural 

instead of Morphine for obvious breathing issues. After her surgery, she was placed back on 
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Bipap, just so they didn‟t lose headway with her. The next day, she was wonderful! She came off 

the BIPAP and was back on her O2 mask. After a few days in PICU, we were sent up to the 

ward. After a few days and after they were sure everything was fine and her feeds were being 

tolerated at continual, we came home!!  

Since being home, she has been worked up into Bolus feeds, three times a day. She has 

recovered wonderfully from the Gtube incident and now requires oxygen only when she is sick. 

She went at least nine months with no oxygen whatsoever and was seizure free for four months! 

She had seizure clusters from being sick about 2 weeks ago. She also gained major tone, which 

required another trip to Winnipeg to Spasticity Clinic and resulted in a new med, Baclofen. It has 

helped her wonderfully! She is able to go in her wheelchair now for transportation! Emma is four 

and a half years old, but she is still my baby!  

Emma remains on anti seizure medication that 

consists of Lamotrigine, Keppra and 

Diazapam. She takes Vitamins as well: 

Vitamin D, C , Iron and Selenium. Melatonin 

for sleeping, Glycopyrolate for secretions, and 

Baclofen for tone.  She is such a strong girl 

and such a little fighter, and I am so proud and 

blessed to have her in my life.  

 

MORE PHOTOS OF EMMA! 
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A BOND OF LOVE 

by Eric Fischer 

At the request of Brianne I have a few words to share about my experiences. 

As one of few I have been dealing with my son‟s catastrophic epilepsy for close to fourteen years 

now. Thanks to three anti epileptic medications and the medical ketogenic diet the over one 

hundred seizures he has each day are almost exclusively “minor” ones. 

I have seen the many parents who write about their shock, frustration, disappointment and fear 

upon hearing the diagnosis of Ohtahara syndrome for their child. I was spared that because 

despite having seizures from birth and having dealt with literally a dozen pediatric neurologists, 

no one seemed to either know how to diagnosis his seizures or, as was the case with at least one 

senior neurologist, didn‟t see how the actual name made any difference. 

Of course, when your child is only a few weeks or months old, knowing what is wrong with 

them, being able to place a label helps put certain things into perspective. Personally I have a 

problem with this though. I rather came to appreciate the approach of the veteran neurologist 

who knew, but saw no practical reason to come out with the diagnosis of Ohtahara, which was 

later made by a neurologist when my son Segev was already six years old. 

The outcome for a child with Ohtahara is grim. The treatment is highly individual and based on 

trial and error; success can range from practically a total cure to a mainstay of over a hundred 

seizures each day, month after month, year after year. Even to the point where you can say, as is 

the case for my son, that he has had some 500,000 seizures.  

Despite that my son continues to surprise me, both in his resilience, despite many additional 

serious health problems, as well as his ability to be good natured and positive never, it seems, 

asking more from life than the absolute basic minimum. 

That basic necessity though, is no different 

for any of the children who have been 

diagnosed with Ohtahara and face a certainly 

troubled future. Because health is influenced 

by so many factors and many children 

experience this catastrophic epilepsy without 

ever showing the reason why, the most basic 

element that they all share remains the bond 

of love between them and their parents.  

I have gone through endless hospitalizations 

and even life saving operations with Segev; 

the ever present seizures, many episodes of 

central apnea where resuscitation saved him, 

and endless episodes of serious lung 
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infections. But despite the best treatment I could provide, 

having been trained as a para-medical and constantly educating 

myself as to Segev‟s needs, and that his enormous physical 

fortitude insidiously manifests itself despite his frail little body, 

it is the bond of love that holds everything together and works 

as a great equalizer. 

The road will be harder than you can imagine and teach you 

things you neither knew you could, nor needed to learn. But 

whatever meaning you see in your circumstances, it is your 

connection to your child which is most important. 

We do the best we can. Some can study and learn medical technique or terminology, allowing us 

better access to important information or the ability to interact with the medical establishment. 

Others, differently endowed, carry the burden in their own way. Some can work together with 

their partner or rely on family and friends whereas others are quite alone on this journey, nearly 

crushed underfoot. 

The diagnosis of Ohtahara does not necessarily bring with it the certainty that comes in dealing 

with a known entity. Never the less I say, „Doubt will remain with you for as long as you hold on 

to it.‟ In a private communication I received recently, a mother summed things up nicely in the 

following way, “It certainly is an epic journey. My husband and I definitely look at our son as a 

gift – although it has taken us some time to get to that point (after the initial grief and yes, the 

sense of tragedy), and despite the fact that the challenges are of course momentous. But I realised 

that this is our only life, and his only life, and still able to be full of amazing joy, fun, and 

laughter.” 

So by all means we must continue to do what we are doing: sharing, educating, learning, trying 

and of course loving. Eventually things will become more clear because we are here together 

trying to make sense of it and hopefully, somehow, when we are brought to our knees by these 

hard experiences, we can look to the other parents who are also going through this for support. I 

truly believe that presently we live in an age of pioneers in regards to healthcare and we must 

therefore continue to look forward, towards better understanding and better health.  

Each day remains a struggle for my son to continue, as I know 

many of you are struggling in a great many ways. Since more is 

being asked of you as parents, it is crucial to realize that the only 

way you will be able to provide the best care for your child is to 

do two things: don‟t forget to take care of yourselves and don‟t 

forget that at the essence of it all is your love for your child, a 

human being. It is easy to see an extremely disabled and 

medically fragile child and get carried along by the necessity of 

treating those medical conditions, worry about delayed learning, 

lost opportunities, pain and so on. But first and foremost we 

have to respect the person that our child is.  
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Taking care of yourself is easier said than done.  Having been told that my son could only live 

about a year or so I threw myself into study, research, treatment and worry with such an intensity 

that I suffered greatly for it as the years wore on.  Now I find myself wondering, with severe 

feelings of guilt, am I really going to have to keep up this total dedication for another X- number 

of years? I can only hope though that other parents will be able to have those same guilt-laden 

thoughts looking back at a long road traveled. Despite a trend by vocal persons in various media 

to see extremely compromised (disabled) children as a burden, not only to the parents but on 

society, it is the beautiful smile that my son can give, after hours of discomfort finally resolved, 

or when finally regaining consciousness after days being non-responsive from status epilepticus, 

which is so powerful and gratifying, so educating as to the true nature of „a life worth living‟. 

Peace be upon you, 

Eric Fischer (Iamabrokenmanyoucantbreakme.blogspot.com) 
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Gift Ideas 

by Brianne McDonald 

With Christmas only a couple weeks away I wanted to add some ideas for gifts. I have thought 

up some of these gifts from a therapy standpoint, some work more with fine motor skills, others 

good for play and learn, and then we have music therapy. We are not endorsing any of these gifts 

or brands, we are simply sharing ideas.  

The first gift idea is simple Playdoh. It is great for a different texture to feel, to grab and mold, 

and you can create so many different things. Placing some playdoh in the hand or moving it up 

and down the arm is a good sensory technique. This can also be done with so many other items, 

like a soft sponge, cloth, or a brush. While you do that, talk/interact with your child, telling them 

what you are doing, what they are feeling, and describe the texture, soft for a cloth, or the soft 

bristles on a brush. The next gift idea involves music. 

Music is being more and more incorporated as a therapy tool.  I have noticed through talking 

with other families, reading emails, and chatting that an enjoyment of music is a common theme 

for our children. Aaron literally rocks out to music, he rocks back 

and forth somewhat to a beat, and has even gotten upset when a 

song stops. He loves our music toys we have and we listen to our 

toddler band music cd on a regular basis. I have attempted to do 

more singing in general, in the car or while we are all playing. It 

has a positive effect on him. For Aaron, I'm hoping that it will be 

a tool used to help him with speech. For ideas of music themed 

toys, toddler cds, or a favorite band or yours, a toy drum, 

maracas, or bells. Not just music, but those toys that make sound 

can be beneficial. We have used wrist rattles or ankle rattles for 

Aaron and he loves the crinkle or bell noise that produces when he moves. It also helps him 

realize something is on his right side.  

A fine motor toy idea that has been popular in our therapy is the bead maze toys. Moving the 

bead along the path is perfect for more fine motor skills. I will add that I really like the cause and 

effect toys available. The toys that you push a button and the little animal pops up, or push a 

truck and it makes engine noises. I understand that many of our children may not be able to push 

a toy on their own, but helping them works as well. It can show them cause and effect, get some 

movement in them, be a way to interact, plus it can be fun. Who says we can not have fun while 

doing a bit of therapy?  

Back to the textures. My last idea is for a texture board or box. Placing different textures on a 

board and having the child touch them or grab out of a box and share with them what the object 

is and descriptions of it. We use a texture board with Aaron. It has soft brushes on it, a sponge, a 

portion of a mat, and sand paper on it. We describe the different objects and let him play. We 

help him place his right hand on the objects and repeat the descriptions, etc.  
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I hope these ideas are helpful or at least interesting for some and give good ideas outside of gifts, 

but with therapy as well. I am a believer in the benefits of therapy, even small, short sessions can 

be useful. I also think it is a great way to interact with your child and to get others involved as 

well. I pray everyone's holiday will be wonderful and we see many smiles and encouraging days 

ahead! Merry Christmas and Happy Holidays.  
 

HOLIDAY PHOTOS 
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