
ABOUT US

The Prader-Willi Research Foundation Australia 
aims to transform the lives of people with PWS 
and their families. 

We are the only Australian organisation that is 
driving and delivering research and treatments 
for people living with PWS. 

Our experienced Board are investing funds in 
areas of research that offer maximum impact. 
Our world-class Scientific Advisory Council is 
made up of experts from leading research insti-
tutes who are part of an outstanding scientific 
network.

Without these experts and the work of our 
Foundation, people with PWS face a future 
with little hope for better lives.

We want to improve wellbeing and give life 
back to families who face the daily trauma of 
Prader-Willi Syndrome. And we want to do it 
now.

CONTACT US
Email: info@praderwilli.org.au
Web: www.praderwilli.org.au
www.facebook.com/pwrfa
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HOW YOU CAN MAKE A DIFFERENCE

State-of-the-art research is expensive. 
There are no short cuts and no quick fixes. 
But treatments that can make a difference to 
PWS are on the horizon.  

To reach them we need support from individuals, 
charitable organisations and business. 

Our research and our work isn’t possible without 
the generosity and goodwill of people from all 
walks of life, and from all corners of Australia.

Every donation takes us a step closer to identifying 
and using the best possible treatments to help 
families whose futures are turned upside-down 
by a PWS diagnosis.

“The will and expertise exist to develop a 
treatment – all that is needed is the funds” 
– Assoc. Prof. Jeff Craig, 
Senior Research Fellow, Environmental 
& Genetic Epidemiology Research MCRI 
and member of the PWRFA Board and 
Scientific Advisory Council.



•	 Families often become isolated, suffering 
poor mental and physical health, high stress 
levels, unemployment and family break-
down. 

OUR WORK AND OUR FOCUS

In the short-term we seek solutions to improve 
symptom management and developmental and 
behavioural outcomes for those living with 
PWS. Longer-term, we are supporting cutting-
edge research that is developing treatments to 
directly target the genes causing PWS. 

We will achieve this by:
•	 Fostering deep medical expertise to improve 

the management of PWS
•	 Funding research into breakthrough medical 

treatments that offer genuine promise and 
potential

We believe these breakthroughs are achievable 
in the near future.

The benefits of this research will extend far 
beyond the 1500 Australian families affected by 
PWS
•	 Obesity is one of the most critical health 

issues of our time and PWS offers us unique 
insights into its development and management.  

•	 Research into mental health issues associated 
with Prader-Willi Syndrome has the potential 
to shed light on the genetic underpinnings 
of mental illness more broadly.

WHAT IS PRADER-WILLI SYNDROME?

Prader-Willi syndrome is a rare and devastating 
genetic condition

•	 PWS robs the body of its ability to regulate 
itself.

•	 Before birth this impacts foetal development 
and muscle tone, impacting breathing, eating, 
vital organ function and all aspects of early 
childhood development.

•	 PWS impacts the senses, stopping the body 
from recognising pain, heat, thirst, or infection 
– meaning very sick children can display few 
outward symptoms.

•	 As children with PWS develop, many experi-
ence constant overwhelming hunger, delayed 
cognitive development, extreme emotional 
volatility and physical disabilities.

•	 With an expected lifespan of around 35,  
these effects often culminate in obesity, 
mental health problems and severely limited 
educational and professional opportunities. 

•	 PWS occurs in 1 in 16,000 births and it is 
random – meaning any child can be born 
with PWS.

•	 We estimate around 1,500 Australian families 
are affected by PWS today.

WHAT ARE ITS IMPACTS

•	 PWS’ unique combination of debilitating 
symptoms means caring for a person with 
PWS consumes every moment for parents and 
family.

•	 The University of Sydney has concluded that 
PWS has the most destructive impact on 
families of any developmental disability. 

“My daughter had 13 hospital admissions 
and 250 appointments in her first 18 
months of life”

•	 Research shows that those with PWS have 
decreased oxytocin function, which is 
also associated with autism. Research into 
oxytocin use in PWS may also increase our 
understanding of and improve treatments 
for people with autism.

The PWS research area is incredibly exciting. 
We want to take the findings we discover in 
the laboratory and translate that research into 
meaningful benefits for families.  

Ultimately, we want our research to help people 
with PWS to lead independent, full, and happy 
lives.


