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Treatment

Care & Support

I don’t think anyone can 
imagine how heartbreaking it 
is to know there is a potential 
treatment out there that could 

slow this thing down, but not be 
able to access it

Involve us. At the very core of 
decisions, ask us and don't just 

sit in an office and make 
decisions for us without being 

connected with who you're 
making decisions about We have the ability to be 

productive citizens but 
that can only happen when 
the health system works 
and sometimes, it just 

doesn’t, I mean, especially 
if you need assistance or 
equipment but are held up 

by red tape

I wouldn't want 
anyone to suffer from 
it, that's what I would 

like to see early 
newborn screening 

Health Professional
Communication

Information

A c c e s s  t o  n e w 
t r e a t m e n t s  t h a t  s l o w 
progression and access to 
n e w b o r n  s c r e e n i n g /
g e n e t i c  t e s t i n g 

S u p p o r t  t o  m a i n t a i n 
i n d e p e n d e n c e  a n d  a 
c e n t r a l  p o i n t  t o 
a c c e s s  s e r v i c e s

Central ised, Austral ian-
spec i f i c ,  p rac t i ca l  and 
p o s i t i v e  i n f o r m a t i o n

Keep up the good work, but 
perhaps a little more tailored 
c o m m u n i c a t i o n  f o r 
adolescents and adul ts

CCDR would like to thank each and every participant in this study
We would also like to thank all of our study partners

‘Floppy’ or weak baby

Poor head strength & 
no t  be ing  ab le  to 
p u l l  o n e s e l f  u p

Poor leg strength or
diff iculty walking

SMA1 72%
of all participants 
were dismissed 

or not taken 
seriously before

 diagnosis

28%
38%

diagnosed 
through a 
blood test 

88% knew nothing
about SMA 
at diagnosis 

18%

18%
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...to diagnosis 

68%No treatment options
offered at diagnosis

64.0% 38.0% 6.0%Physiotherapy
Occupatio
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(Spinraza)
90%
FELT RESPECTFULLY 

THEIR EXPERIENCE
TREATED THROUGHOUT

S M A  2  m o re 
likely to access 
i n f o r m a t i o n 
t h r o u g h  t h e 
i n t e r n e t 

SMA 1 more likely to 
access in format ion 
t h r o u g h  h e a l t h 
p r o f e s s i o n a l s  

SMA 2,3,4 
Better quality 

of life
S L O W E R
PROGRESSION

SMA 1 infants 
Poor quality 

of life
F A S T E R
PROGRESSION


