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Foreword

To the parents of children with hemophilia and the caregivers at hemophilia 
treatment centres, we present The Story of Miko, a Cheeky Little Dog with 
Hemophilia. Miko is the toy dog who has accompanied us, for the past few 
years, during psychoeducational workshops dedicated to toddlers with severe 
hemophilia and their parents at CHU Sainte-Justine*. These workshops were 
developed following observations by stakeholders noting a lack of under-
standing of the disease among adolescents with severe hemophilia. This situ-
ation was leading to rebellious behaviours: denial of the limits imposed and 
non-adherence to the treatment plan, which increased the risk of developing 
serious arthropathies. A sense of isolation from their own emotions was also 
noticed. The therapeutic goal of the preventive approach proposed in the 
workshops is to help young patients gain better control over themselves and 
the disease rather than denying its existence and effects. Hemophilia should 
be integrated from the very start into the development of the child’s identity.

The announcement that a child has a chronic disease such as hemophilia 
upsets the family balance and causes emotional reactions for all members of 
the family. Parents’ strong desire to have a child just like the other kids gener-
ates non-adaptive attitudes such as being overprotective or having difficulty 
respecting disease-related requirements.

Questions come up every day and decisions must be made. This, in and 
of itself, can cause anxiety for parents. In fact, which limits can we impose 
on a child without running the risk of interfering with their normal behaviour 
or exacerbating their feelings of frustration and sadness? This is a constant 
challenge. The parents’ and, gradually, the child’s understanding is one of 
the tools that helps them to adapt to the disease, along with recognition of 
their emotions.

*At CHU Sainte-Justine, once the psychoeducational workshops for young children aged 0 to 5 
with severe hemophilia and their parents come to an end, participants have access to separate 
groups for children and their parents - this has been the case since 2010. Six to 18-year olds 
participate in teaching workshops about the disease as well as group discussions facilitated by 
professionals twice a year. It has been observed that young people have a better understanding 
of the disease and interaction between them which enables them to emotionally identify with 
their respective experiences.
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We are offering this book as a way of supporting you from your baby’s 
first treatments onwards. It enables you to introduce simple explanations 
by using the right words and make sense of care thanks to pictorial support. 
Even when a child is very young, he can get used to a less pleasant type of 
treatment by integrating Miko’s routine and recognizing Miko’s emotions, 
which reflect his emotions as well. He can also realize that his participation 
makes it easier for the treatment to be successful.

This book may be used in a variety of different ways by care teams at 
hemophilia treatment centres and can be adapted to their different teaching 
methods. It enables professionals to help children aged 0 to 5 to familiar-
ize themselves with more painful forms of treatment while gaining a better 
understanding of the disease.

Use of the book evolves with the age of the child. Therefore, with a baby, 
we identify certain images and name a few words. We allow him to hold the 
book, which ends up becoming part of his daily life just like his other books 
or his soft toy. At around age 2, we start reading the story to the child, then 
we let him rediscover the book at his own pace and in the order he chooses. 
He can also play at pretending to give or receive treatment, while reproducing 
the suggested emotions. The metaphorical story of the little knight reinforces 
the importance of make-believe in his adaptation process and helps him to 
grow up with a more positive framework for his disease. The child must be 
allowed to make his own associations with his reality.

We hope that the story of Miko will help you, by bonding in a fun way, to 
collaborate and develop your own support strategies alongside your toddler.
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Hi! My name is Miko.

I’m a cheeky little dog.

I have a brother named Nouka.

I like to play outside and I have hemophilia.

This is my photo album since I was a baby.

 

Here’s my story …
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Just look at how cute and adorable mommy, daddy, 
and my brother Nouka think I am!

They always give me lots of hugs and kisses.
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The doctor told mommy and daddy that  
I have hemophilia.

This means that my blood has trouble making clots.

Clots are tiny plugs that stop blood from dripping outside  
a vein when I hurt myself.
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Veins are like little tunnels where blood walks around.  
There are veins everywhere in my body.

My brother Nouka has plugs that don’t have any problems. 
Nouka doesn’t have hemophilia.

When my clots find it hard to do their job well,  
drops of blood escape from the broken little tunnel  

and make bruises.
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Because I have hemophilia I get bruises even  
when I just bump myself a little bit.

See how happy I look, even if I’ve got lots of bruises?  
That’s because they don’t hurt.
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I took a few steps all by myself. I’m happy! I’m strong!

But I’m not very steady on my paws yet! That’s why mommy 
and daddy make me wear a helmet that protects  

my head from bleeding when I fall.

Did you spot my big diaper? That’s also to stop me from 
getting bleeds on my bum when I try to do my fancy tricks!
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Because I have hemophilia, I’m missing a factor  
in my blood. It’s the factor that helps the tiny plugs  

be strong enough to stop blood from flowing  
for too long outside my veins.

Phew! Luckily, they can give me a needle with factor.

But I’m afraid of needles!
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I get factor medication in the morning to protect me when  
I move, jump and run around during the day.

The factor goes into my veins, which look like little roads 
that we can see under our skin.

Before the needle mommy and daddy make sure  
I have breakfast and keep me nice and warm,  

because heat and food make my veins grow bigger  
and we can see them better.
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Mommy and daddy say: “Come and sit down Miko.  
It’s time for your needle!”

Some days I don’t feel like it! It makes me sad …

Mommy says: “We don’t have a choice, Miko!”

Daddy says: “We have to, Miko!”

I’m angry!
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First, the tourniquet. We put it on tight to make my veins 
swell up. I help by lighting up my veins with my flashlight. 

After that, we clean my skin.

When the needle goes into the little vein, I have to sit still. 
I pretend to be a statue! It’s not easy … Nouka makes me 

laugh to distract me.

What about you? What helps you?

Sometimes, even if I didn’t move, we have to do it  
all over again!
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When the injection goes well, I’m really happy.  
Mommy and daddy too!

After my needle, I like to get stickers but I also really like to 
give mommy, daddy and Nouka some big hugs.
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Now that there’s factor in my blood, I can play safely!  
Yippee!

The doctor said that swimming will help me to grow up  
big and strong like daddy.

I also love to follow mommy around on my tricycle  
in the park. 

Just look at my cool helmet!
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One time, I fell hard on my knee at the park. 

I told mommy about it right away because  
boo-boos aren’t secrets!

We went back home because my knee was really hurting.
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Back home, mommy put my foot up on a pillow  
and wrapped a bandage around my knee.  

Then she decided to call the nurse. 

That time, we had to go to the hospital so the doctor  
could see my knee. He told me not to walk for several days 

to help me get better.
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It’s hard not to walk or run. I play blocks  
and trucks with my brother Nouka. 
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Today’s the day for my hospital visit even though  
I’m feeling fine.

On the way, I look at my nice picture book.

It’s the story of a little knight … 
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nce upon a time in a faraway land, there  
lived a little knight who had to go to the big 

castle to get his armour checked.

This was the place where the little knights shared their many 
adventures and discovered all they needed to know about 

their armour so that it would protect them all day long.
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After tying his horse to a tree, the little knight  
brought his special feather to comfort him.

He entered through the big door.  
The wind was pushing so hard on the door  
that the little knight needed the big knights  

to help him get inside the castle.

There were lots of people waiting for the little knight  
once he made it inside the castle walls.

Along with the other knights, big and small, he walked  
and walked and climbed up twisty staircases  

before entering a secret passage.
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And in there, the little knight saw a big knight holding an 
enormous book in his hands that was full of writing  

and pictures. He really wondered what was in there!

He also saw other little knights and really wanted  
to go over and play with them.
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“Hear ye, hear ye! The little knight has  
to go to door number 2!”

Behind that door, there were big knights dressed  
in white who checked that the little knight had grown,  

that his arms and legs were moving well and that  
he was nice and strong.
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The little knight had been learning to live with  
his armour from the day he was born. Sometimes,  

he found it annoying.

But as a knight, he had to grow up with it because  
he’d always need it. Of course, the little knight learned that 

there were some things that he couldn’t do even if  
he did have nice armour.

It’s difficult because he’d like to do everything …
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Sometimes the little knight also got very tired of all of that. 
Fortunately, he could talk with the other little knights and 

the nice fairies who knew how to cheer him up.

Thanks to the help of the big knights, he discovered some 
fun activities that he could do and he felt strong and proud.
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The big knights helped him to take care  
of his special armour by treating it often with a magic      

potion to protect him.

It was during those moments that the little knight liked to 
hold onto his feather and imagined being able, one day, 

to take care of his armour all by himself.
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Then, all of a sudden, I hear: “Miko! Miko!  
We’re almost there.”

I look up and I see the hospital.
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I tell my parents: “Mommy, daddy, Miko the Knight is ready 
for his visit to the big castle!”



35

Then, as I gently close my book, a beautiful feather floats 
down onto my knees.
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