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Spinalni svalova atrofie (SMA) je velmi vyjime¢né svalové onemocnéni které
postihuje nervy ovladajici svaly, ovlivnuje tak motorické funkce desitek tisic lidi
celosveétove.

Neékteri lidé s SMA nejsou schopni sedét, zatimco nékteri dokazou s obtizemi chodit.
Nékteri lidé maji problémy s dychanim, prijimanim potravy a jinymi zakladnimi
zivotnimi funkcemi. SMA postihuje novorozence, déti, dospivajici mladez i dospélé —
kazdého s jinou zavaznosti a rozliSnym zptisobem onemocnéni. SMA nema vliv na
schopnost jednotlivii udit se.

Zacuv den na hristi chce poukazat na den ditéte Zijiciho s onemocnénim SMA.
Neznamena to, zZe kazdy jednotlivec trpici SMA ma takovouto zkuSenost, jelikoz
zavaznosti jsou velmi individualni.

Tento pribéh chce podporit povédomi o onemocnéni SMA — pomoci priblizit
skuteény zivot s touto chorobou, at se jedn4 o leh¢i ¢i téz8i formu SMA.

S hrdosti vénujeme tento pribéh vsem s SMA, jejich rodinam, pec¢ovatelum,
lékaiuiim a terapeutii, a vsem organizacim podporujicim SMA pacienty..

#zacsplayday #strongheartsstrongminds
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dreaming about wondrous stories. He gathers inspiration from his
childhood memories, and curiosities he discovers in his everyday
travels. He lives and works in Sydney, Australia. You can visit him
at CharlesSantoso.com.

© 2017 Biogen. All rights reserved. SMA-US-0289. 11/17






,Vstavat a cvicit, chlapci moji“! Zavolala Zacova maminka ze spoda z haly.

Zac otevrel o¢i do nového a krasného dne. Zatimco ¢ekal na maminku, az ho zase
prijde zvednout z postele, pozoroval svého starsiho brasku Ziggyho, jak uz pripraveny

skace na posteli a pobiha po pokoji. Dnes vezme Ziggy poprvé sam svého malého
brasku s sebou na détské hristé.



Pani Zebra se srde¢né zasmala, kdyz vesla do pokojicku a
uvidéla, co si na sebe Ziggy oblékl. ,,Broucku, co jsem ti rikala

'“

a noSeni puntiki a prouzek dohromady?!

, smale se dal.




Pak podebrala Zaca kopytky pod zady a
usadila ho do koleckového kresla.

Poté vzala z Supliku ¢isté ponozky a
navlékla je Zacovi na chodidla.

~Nesmime zapomenout nacechrat tvou
krasnou hrivu®, rekla s ismeévem.

,UuceS me na Mohykana, mami®, vykrikl s nadSenim Zac,
kdyz mu pani Zebra prejela hrebenem ve vlasech.












Zac and Ziggy liked to play hide and seek together.
But today, they wanted to do something new.

Zac wondered if they should join the elephants
swapping trading cards, the animals playing tag
in circles around the fountain, or the group of
gazelles playing the latest video game.



Zac felt a tap on his shoulder.
He turned his head to see the belly
of a giant giraffe next to him.

“Did you hurt yourself?” the giraffe
asked from up high, gesturing
toward Zac’s wheelchair.
“Iunderstand! I had my own
accident last week,” he said,
as he pointed to his neck.

“Actually, I'm not hurt,”
Zac said. “I have SMA.”

“S-M-what?” the
giraffe questioned.



Zac noticed several other animals approaching him and
Ziggy, and they all looked as curious as the giraffe did.

Ziggy gave Zac a nod of encouragement as he cleared his
throat and confidently said to the group that was quickly
forming: “I have spinal muscular atrophy.”

“What does that mean?” asked the ostrich.
Zac looked around to the group.



“It’s actually pretty rare.

And it means my body develops

differently than everyone else’s.

Usually muscles get stronger over
time, but with SMA, they get weaker.”




“How did you get it?” the elephant asked. “I was born with SMA,”
answered Zac. “When I was a baby, my parents noticed I was a bit

weak. It took me longer to sit up and my legs weren’t very strong,
so they took me to the doctor, who told them I had SMA.”



“Does everyone with SMA use a wheelchair?” the hippo asked.




Zac thought about his other friends with SMA, Ping and Oliver. “No, not always,”
he answered. “SMA is different for different individuals. Some are older, some
are younger, and some need more help moving than others.”




“We sometimes need help with other things
too, and for this, there are gadgets and
gizmos,” Zac continued, “like a special tube
that can help deliver food, or machines to
help with breathing and coughing.”

A large group had gathered around Zac
and Ziggy by now, all listening closely.
Zac puffed up with pride as he continued
to share his story.



“I even have a special team,” he said. “I call them my SMA Squad.
There’s a doctor who checks my muscles and nerves. Another squad
member who stretches my body so it stays flexible. One more to make
sure I have a proper diet. And I also have a breathing doctor who
keeps the muscles around my lungs as healthy as possible.”



Just then the animals heard a commotion
on the other side of the playground.

“Our ball!” shouted the meerkats.



One by one, all of the hopping animals
took turns trying to get the ball down.
The frog went first...not even close.

The gazelle got a running start
and sprung into the air. No luck.



Heads turned to the giraffe. “Sorry friends, I can’t help, doctor’s orders!”
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“Don’t worry, we got this,” said the
elephant, as he put his trunk to the
ground and the meerkat climbed on.

He sent his long nose as high as he P
could toward the ball. 2
Even with the meerkat’s outstretched d | B e

arm, they were still a few inches short.
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Everyone was so busy looking up, that no one saw Zac zip
around to the far side of the fountain. He had an idea.
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Suddenly the water dropped to the ground
and the ball rolled to a stop.
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The elephant wobbled over to Zac: “A bunch of us are
heading to the watering hole after this. You want to come?”






o ¥
a4 =
i T TR l';"'t-"'.




Helpful SMA terminology

BiPAP (Bilevel positive airway pressure): helps keep the lungs
open and healthy by providing 2 levels of positive airway pressure
delivered via a mask. The machine delivers a higher pressure and
increased volume when someone inhales. On exhalation, the machine
lowers the pressure to allow for a more normal breathing pattern.

Cough assist device: helps to clear secretions from the lungs. On
inhale, air is pushed into the lungs to help them expand. On exhale, the
machine creates a sucking force that pulls air out of the lungs and helps
make the cough stronger and more effective.

Genetic disease: a condition that is caused by a change in the DNA of
an individual. Most genetic disorders are rare and affect one person in
several thousands or millions.

G-tube (Gastrostomy tube): a G-tube delivers liquid feedings
directly to the stomach via a tube inserted through the abdomen. It

is inserted during a brief surgical procedure and allows people with
feeding problems to maintain proper nutrition, fluids, and medication.

SMA specialists

Neurologist: often the first doctor to meet with those suspected of having
SMA. They specialize in the diagnosis and treatment of disorders of the nervous
system (brain, spinal cord, nerves, muscles).

Nutritionist: important team member for individuals with SMA to support
appropriate nutrition guidance and growth, as they may experience over- or
undernourishment, which can affect bone strength, growth, and overall mobility.

Orthopedist: specializes in the surgical and nonsurgical treatment of
conditions of the bones, joints, and soft tissue. Individuals with SMA may be
at risk of certain orthopedic issues for which an orthopedist may recommend
postural support (bracing) or surgery.

Physical therapist/Physiatrist/Occupational therapist: will evaluate
an individual’s range of motion, muscle strength, and mobility to assess need for
stretching and strength training in SMA. They can also recommend exercises or
assistive devices to help an individual maintain the best posture for

breathing and eating.

Pulmonologist/Respirologist/Intensivist: doctors with specific expertise
in the treatment of diseases of the lungs and the management of breathing
disorders that may require medicines or specialized equipment to support.
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