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WARNING!

This book is printed in the Japanese reading direction:
from right to left.

Follow the box guide.
2

Enjoy!
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THE FAMILY

in the spiral of rare diseases
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With the kind collaboration of
Enzd Herbette, Lola Herbette, , Cindy Roch
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My pillar, my confident,

the one who gives me strength to face everything,

the one who gave me life twice .... yes, twicelll

Because she saved my life after a domestic accident (1 got electrocuted while
taking a bath with a CD radio)

| have come a long way!

And | am still here, ready to fight every obstacle on my path!

Murm,

there are beings and truths that never change over time.

You are one of the women that have this talent . ..

The talent to make people love life, after giving them life.

I know what it is like to have a mother as devoted and caring as you,
Tknow it is a privilege.

Much rarer that we think.

I will never stop thanking you and loving you.

A 'thanks’ is nothing compared to what you give me every day.
Thank you for being who you are, thank you for being there . ..

Cindy Roch
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In the world of rare diseases, this manga is a ray of hope. The stories highlight the
challenges, resilience and victories of families affected by congenital myasthenic
syndrome. It is a powerful testimony to the strength of the rare diseases”
community. We are thankful to Fondation Ipsen for its essential support.
Michael Wilbur
Operation Director, EURORDIS-Rare Diseases Europe

This is a story of three heroes: Enzo, his sister and his mother. Through
them we see courage, strength, togetherness, and everiasting love.
James A. Levine
MD, PhD, Professor, Fondation Ipsen, President





