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WHO IS  FAST AUSTRAL IA?

WHO IS  
ANGELMAN SYNDROME

ASSOCIAT ION AUSTRAL IA?

WHO ORGANISES THE ANGELMAN
SYNDROME COLLABORAT IVE

CONFERENCE

Ange lman Syndrome Assoc iat ion  Aust ra l ia
(ASA A)  i s  the  key  advocacy  and  peer  suppor t
o rgan isat ion  fo r  peop l e  l i v ing  w i th  Ange lman
syndrome and the i r  fami l ies  in  Aust ra l ia .  We
are  an  a l l - vo l unteer  commit tee  cons is t ing  o f

fami l y  member s  o f  peop l e  l i v ing  w i th
Ange lman syndrome (AS ) .  

The  commit tee  ded icate  the i r  t ime and
exper t i se  to  suppor t ing  fami l ies ,  work ing  w i th

other  ra re  d isease ,  d i sab i l i t y  and  Ange lman
organ isat ions ,  ra i s ing  awareness  o f  the  needs

of  peop l e  and  fami l ies  l i v ing  w i th  AS ,  and
advocat ing  at  a l l  l eve ls  o f  gover nment ,  to

c reate  a  bet te r  wor ld  fo r  peop l e  l i v ing  w i th  AS
and the i r  fami l ies .

ASA A i s  a  reg is te red  not - fo r -p ro f i t
incor porated  assoc iat ion  and  i s  reg is te red

under  the  Assoc iat ions  Incor porat ion  Act  198 1 .
P roud l y  p rov id ing  Advocacy ,  Suppor t  and

Awareness  fo r  over  30  year s .

FAST  Aust ra l ia  l aunched in  September  20 10 .
Insp i red  by  the  miss ion  and  energy  o f  FAST  in

the  Un i ted  States ,  we a re  d r i ven  to  address
the  l ack  o f  research  and  under stand ing  o f

Ange lman syndrome in  Aust ra l ia .  Our
combined  energ ies  c reate  a  power fu l  fo rce  in

the  search  fo r  therapeut ic  inte r vent ions  and  a
cure  to  t reat  Ange lman syndrome .  In  an  age
where  Ange lman syndrome therapeut ic s  a re
be ing  deve loped  g loba l l y ,  FAST  i s  work ing  to

ensure  communi t ies  wor ldwide  a re  o rgan ised
and p repared  to  par t i c ipate  in  s tud ies  fo r

potent ia l  therapeut ic s .  FAST  has  a f f i l i a tes  in
Canada ,  F rance ,  Germany ,  I ta l y ,  Lat in  Amer ica
(Argent ina ,  Chi l e ,  Co lombia ) ,  Po l and ,  Spa in  and

the  UK .  FAST  has  a  v i s ion  o f  a  wor ld  where
l i ves  a re  no  longer  l im i ted  by  a  d iagno s is  o f

Ange lman syndrome .  The  miss ion  o f  the
Foundat ion  fo r  Ange lman Syndrome

Therapeut ic s  Aust ra l ia  i s  to  improve  the
qua l i ty  o f  l i fe  fo r  ind iv idua ls  w i th  Ange lman

syndrome th rough t ime l y  d iagno s is ,  access  to
best  p ract i ces  in  ca re  and  t reatments ,  and

advanc ing  research  fo r  a  cure .
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ADVOCACY AND SUPPORT 

From systemic advocacy and NDIS navigation to gut-health hacks and
caregiving across every life stage, we’ve got practical know-how on tap.

Hear from families, advocates and experts sharing real-world strategies you
can use today.

SATURDAY 20  SEPTEMBER 2025  -  DAY 2  -  ASAA

RESEARCH AND CLINICAL TRIALS

This day has been designed to answer your questions, not overwhelm you
with science. 

Whether it is your first conference or your fifth, you will walk away feeling
more informed, more connected and more hopeful. 

FR IDAY 19  SEPTEMBER 2025  -  DAY 1  -  FAST  AUSTRAL IA

CONFERENCE OVERVIEW

WELCOME TO THE ANGELMAN
SYNDROME COLLABORAT IVE

CONFERENCE ,  2025  

We ’ r e  s o  g l a d  y o u ’ r e  h e r e .  W h e t h e r  t h i s  i s
y o u r  f i r s t  c o n f e r e n c e  o r  y o u r  f i f t h ,  w e

k n o w  h o w  m u c h  c o u r a g e  a n d  c a r e  i t  t a ke s
t o  s h o w  u p .  T h i s  s p a c e  i s  f o r  y o u ,  t o

c o n n e c t ,  l e a r n ,  r e f l e c t ,  a n d  r e c h a r g e .
H e r e  a r e  s o m e  t i p s  t o  h e l p  y o u  m a ke  t h e

m o s t  o f  y o u r  t i m e  w i t h  u s :

T h i s  c o n f e r e n c e  i s  b u i l t  w i t h  f a m i l i e s  i n
m i n d .  Yo u r  vo i c e ,  y o u r  s t o r y,  a n d  y o u r

p r e s e n c e  m a t t e r.  T h a n k  y o u  f o r  b e i n g  p a r t
o f  t h i s  c o m m u n i t y.



Ta ke  b r e a k s :  I t ’s  o k a y  t o  s t e p  a w a y.
E m o t i o n a l  f a t i g u e  i s  r e a l ,  a n d  y o u r
w e l l b e i n g  c o m e s  f i r s t .
C o n n e c t  w i t h  o t h e r s :  M a n y  f a m i l i e s
a r e  w a l k i n g  s i m i l a r  p a t h s .  A  s i m p l e
h e l l o  c a n  l e a d  t o  l a s t i n g  s u p p o r t .
U s e  t h e  a p p :  E n g a g e  w i t h  p o l l s ,
Q & A s ,  a n d  i n t e r a c t i ve  f e a t u r e s ,  i t ’s  a
g r e a t  w a y  t o  s t a y  i n vo l ve d .
A s k  q u e s t i o n s :  Yo u r  l i ve d  e x p e r i e n c e
i s  v a l u a b l e .  Yo u  d o n ’ t  n e e d  t o  b e  a n
e x p e r t  t o  c o n t r i b u t e .

DUR ING THE CONFERENCE

PREPARAT ION &  INS IGHTS

BEFORE THE CONFERENCE

C h e c k  t h e  a g e n d a :  H i g h l i g h t
s e s s i o n s  t h a t  f e e l  m o s t  r e l e v a n t  o r
m a n a g e a b l e .
A s s i g n  y o u r  t i c ke t s  t o  t h e  r i g h t
n a m e s  &  f a m i l a r i s e  y o u r s e l f  w i t h
t h e  c o n f e r e n c e  a p p
S e t  y o u r  i n t e n t i o n :  W h e t h e r  i t ’s
l e a r n i n g ,  c o n n e c t i n g ,  o r  s i m p l y
b e i n g  p r e s e n t ,  y o u r  p u r p o s e
m a t t e r s .
P a c k  c o m f o r t  i t e m s :  A  n o t e b o o k ,
t i s s u e s ,  s n a c k s ,  o r  a n y t h i n g  t h a t
h e l p s  y o u  f e e l  g r o u n d e d .

Eve r y o n e  w a s  a  f i r s t - t i m e  a t t e n d e e  o n c e :  We  u n d e r s t a n d  h o w  y o u
m i g h t  b e  f e e l i n g .  Yo u ’ r e  n o t  a l o n e .
B e  g e n t l e  w i t h  y o u r s e l f :  Yo u  a r e  a l r e a d y  d o i n g  e n o u g h .  J u s t  b e i n g
h e r e  i s  a  b r a ve  a n d  g e n e r o u s  a c t .
Yo u  m a y  h e a r  a  l o t  o f  n e w  i n f o r m a t i o n :  Yo u  d o n ’ t  n e e d  t o  a c t  o n  i t ,
b e c o m e  a n  e x p e r t ,  o r  t a ke  i t  a l l  i n  a t  o n c e .
G i ve  y o u r s e l f  t i m e :  L e t  t h i n g s  s e t t l e .  Yo u  m i g h t  f i n d  c l a r i t y  d a y s  o r
w e e k s  a f t e r  t h e  c o n f e r e n c e .
N o t  e ve r y t h i n g  w i l l  b e  r e l e v a n t :  A n d  t h a t ’s  o k a y.  Ta ke  w h a t  s e r ve s
y o u ,  a n d  l e t  t h e  r e s t  g o.
L e t  i t  o u t :  Yo u  m a y  f e e l  a  r a n g e  o f  e m o t i o n s ,  w e  a l l  d o.  Te a r s ,
l a u g h t e r,  s i l e n c e …  i t ’s  a l l  w e l c o m e  h e r e .
F i n d  q u i e t  s p a c e s :  St e p  a w a y  w h e n  n e e d e d .  
L e a n  o n  y o u r  s u p p o r t :  I f  y o u ’ r e  a t t e n d i n g  w i t h  s o m e o n e ,  c h e c k  i n  w i t h
e a c h  o t h e r  t h r o u g h o u t  t h e  d a y.
Ta l k  t o  a n  FA S T /  A S A A  b o a r d  m e m b e r /  c o m m i t t e e  m e m b e r :  We ’ r e
h e r e  t o  s u p p o r t  y o u .  I f  y o u  n e e d  h e l p ,  g u i d a n c e ,  o r  j u s t  a  l i s t e n i n g  e a r,
p l e a s e  r e a c h  o u t .

LOOKING AFTER YOURSELF



SOCIAL  EVENTS

G e t  R e a d y  t o  B e  M o ve d  

 T h i s  i s  FA S T ’s  b i g g e s t  f u n d r a i s e r  o f  t h e  y e a r,  a n d  i t ’s  m o r e  t h a n  j u s t  a n  e ve n t .  I t ’s  a  c e l e b r a t i o n  o f
s t r e n g t h ,  h o p e ,  a n d  t h e  i n c r e d i b l e  A n g e l m a n  S y n d r o m e  c o m m u n i t y.

B e  s u r e  t o  h a ve  t i s s u e s  n e a r b y  a s  w e  p r e m i e r e  t h e  G a l a  V i d e o,  a  p o w e r f u l  t r i b u t e  t o  e ve r y
i n d i v i d u a l  l i v i n g  w i t h  A S .  I t ’s  a  m o m e n t  t h a t  w i l l  s t a y  w i t h  y o u .

M o s t  i m p o r t a n t l y,  t a ke  t i m e  t o  s o a k  i t  a l l  i n .  W h e t h e r  y o u ' r e  d a n c i n g  l i ke  n o  o n e ’s  w a t c h i n g ,
s h a r i n g  s t o r i e s ,  o r  s i m p l y  e n j o y i n g  t h e  c o m p a n y  o f  t h o s e  w h o  u n d e r s t a n d ,  t h i s  n i g h t  i s  y o u r s .

L e t ’s  c e l e b r a t e  t o g e t h e r,  u n i t e d  b y  o n e  c a u s e  a n d  o n e  e x t r a o r d i n a r y  c o m m u n i t y.

J o i n  u s  f o r  a  r e l a x e d  e v e n i n g  o f  c o n n e c t i o n  a n d  c a m a r a d e r i e ,  a  c h a n c e  t o  w i n d  d o w n  f r o m  t h e  d a y
a n d  s h a r e  s p a c e  w i t h  f e l l o w  A S  f a m i l i e s  f r o m  a c r o s s  A u s t r a l i a .

W h e t h e r  y o u ' r e  r e c o n n e c t i n g  w i t h  f a m i l i a r  f a c e s  o r  m e e t i n g  s o m e o n e  n e w ,  t h i s  l o w - k e y  s o c i a l
n i g h t  i s  a l l  a b o u t  m e a n i n g f u l  m o m e n t s .  E x p e c t  h e a r t f e l t  s t o r i e s ,  l a u g h t e r ,  a n d  m a y b e  e v e n  a  f e w

t e a r s  a s  f r i e n d s h i p s  o l d  a n d  n e w  c o m e  t o  l i f e .

T h i s  g a t h e r i n g  i s  f o r  y o u ,  a  t i m e  t o  s i m p l y  e n j o y  e a c h  o t h e r ’ s  c o m p a n y  a n d  c e l e b r a t e  t h e  s t r e n g t h
o f  o u r  c o m m u n i t y .

 



THE CONFERENCE HAS F IN ISHED -
WHAT DO I  DO NOW?

TA K E  T I M E  TO  D ECO M P R E S S

Rest is essential: Conferences can be emotionally
intense. Give yourself permission to slow down.

Journal or reflect: Write down what moved you—
moments, quotes, people. It helps make sense of it
all. Can become a resource to reflect on later on.

Talk it out: Share your experience with someone you
trust. Sometimes, just being heard is healing.

S TAY CO N N EC T E D

Reach out: If you have any questions please contact
either FAST Australia or ASAA. 

Join the community: Follow social media pages,
newsletters, make sure you are apart of the facebook

family pages and know your ASAA state
representative.

Share your feedback: Your voice helps shape future
events. Let us know what worked and what could

improve.

Yo u ’ ve  j u s t  s p e n t  t i m e  i n  a  s p a c e  f i l l e d  w i t h  s t o r i e s ,  k n o w l e d g e ,  a n d
e m o t i o n .  W h e t h e r  y o u ’ r e  f e e l i n g  i n s p i r e d ,  o ve r w h e l m e d ,  o r

s o m e w h e r e  i n  b e t w e e n ,  h e r e  a r e  s o m e  w a y s  t o  p r o c e s s  a n d  c a r r y
t h e  e x p e r i e n c e  f o r w a r d :

H O N O U R  YO U R  J O U R N E Y

Celebrate your courage: Showing up, listening, and
sharing takes strength. You did that.

Acknowledge your emotions: It’s okay to feel grief,
hope, anger, or joy. All of it belongs.

Remember, you’re not alone: The AS community
exists because of people like you. You’re part of

something powerful.


