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ův den na hřišti





Spinální svalová atrofie (SMA) je velmi vyjímečné svalové onemocnění které 
postihuje nervy ovládající svaly, ovlivnuje tak motorické funkce desítek tisíc lidí 
celosvětově.

Někteří lidé s SMA nejsou schopni sedět, zatímco někteří dokážou s obtížemi chodit. 
Někteří lidé mají problémy s dýchaním, přijímáním potravy a jinými základními 
životními funkcemi. SMA postihuje novorozence, děti, dospívající mládež i dospělé – 
každého s jinou závažností a rozlišným způsobem  onemocnění. SMA nemá vliv na 
schopnost jednotlivů učit se.

Zacův den na hřišti chce poukázat na den dítěte žijícího s onemocněním SMA. 
Neznamená to, že každý jednotlivec trpící SMA má takovouto zkušenost, jelikož 
závažnosti jsou velmi individuální.

Tento příběh chce podpořit povědomí o onemocnění SMA – pomoci přiblížit 
skutečný život s touto chorobou, ať se jedná o lehčí či těžší formu SMA.

S hrdostí věnujeme tento příběh všem s SMA, jejich rodinám, pečovatelům, 
lékařům a terapeutů, a všem organizacím podporujícím SMA pacienty..

#zacsplayday  #strongheartsstrongminds
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Zakův den na hřišti



Zac otevřel oči do nového a krásného dne. Zatímco čekal na maminku, až ho zase 
přijde zvednout z postele, pozoroval svého staršího brášku Ziggyho, jak už připravený 
skáče na posteli a pobíhá po pokoji. Dnes vezme Ziggy poprvé sám svého malého 
brášku s sebou na dětské hřiště. 

„Vstávat a cvičit, chlapci moji“! Zavolala Zacova maminka ze spoda z haly.



Paní Zebra se srdečně zasmála, když vešla do pokojíčku a 
uviděla, co si na sebe Ziggy oblékl. „Broučku, co jsem ti říkala 
a nošení puntíků a proužek dohromady?!“, smále se dál.



Pak podebrala Zaca kopýtky pod zády a 
usadila ho do kolečkového křesla.

Poté vzala z šuplíku čisté ponožky a 
navlékla je Zacovi na chodidla.

„Nesmíme zapomenout načechrat tvou 
krásnou hřívu“, řekla s úsměvem.

 „Učeš me na Mohykána, mami“, vykřikl s nadšením Zac,  
když mu paní Zebra přejela hřebenem 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.



“����Did you hurt yourself?” the giraffe 
asked from up high, gesturing 
toward Zac’s wheelchair. 
“I understand! 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 felt a tap on his shoulder. 
He turned his head to see the belly 
of a giant giraffe next to him.



 �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!”



“�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 
could toward the ball. 

 �Even with the meerkat’s outstretched 
arm, they were still a few inches short.



Everyone was so busy looking up, that no one saw Zac zip 
around to the far side of the fountain. He had an idea.



Suddenly the water dropped to the ground 
and the ball rolled to a stop. 

 �All the animals looked up, surprised to see Zac’s 
hand on the fountain’s OFF switch. He was smiling. 

“�When you have SMA, you use the strongest body 
part you’ve got…your brain!” The animals cheered.



The elephant wobbled over to Zac: “A bunch of us are 
heading to the watering hole after this. You want to come?”







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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