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Risk of Spinal Muscular Atrophy (SMA)

Genetic neuromuscular 
disease 

Incidence of at least                   
1 in 20,000 live births

More possibly, ~1 baby 
born                      every 
week

How many survive?
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SMA – nerve cells (motor neurons) die 
causing muscles to waste away (atrophy)
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Catastrophic burden of SMA
Types 1 (most severe) to Type 4 (mild) depending 
on best function achieved, and age of onset & 
severity

#1 genetic cause of death of infants - most do not 
make it past their 2nd birthday

Progressive & degenerative

Eventually lose ability to move, talk, eat, & 
breathe…
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Branden and our Journey

“Take him home and love 

him”

Milestones missed

Something wasn’t right



All Rights Reserved. Persatuan Kebajikan Ceriajaya Kuala Lumpur & Selangor (Wecarejourney),

6

What lies ahead – keeping on top, 
and…
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Risk of SMA to you or your loved ones

• 1 in 50 people are carriers of the gene that 
causes SMA or ~640,000 Malaysians

• If both parents are carriers, every 
pregnancy has 25% chance of baby 
affected by SMA

7

Planning to have a baby? Know that:
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Since Dec 2016, SMA doesn’t have to 
be terminal
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• New drug therapies stop SMA

• ~50 countries provide Spinraza

• But patients here cannot self insure

• Highly vulnerable sma-ll populations are 
marginalized and left behind
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“Sustainability meeting the needs of the 
present 
without compromising the ability of future 
generations to meet theirs”
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Do nothing

Treat SMA
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Support visit Ainaa’s booth

Mention to people

Adopt us 

www.WeCareJourney.org
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