
FACTS YOU 
NEED TO KNOW

Save Our Sons Duchenne Foundation was founded in 2008 and is the peak body for 
Duchenne and Becker muscular dystrophy in Australia.

Duchenne muscular dystrophy is a rare genetic disorder, but the most common of the 
muscle-wasting diseases affecting children.

Becker muscular dystrophy is a milder form.

1 in 3500 boys are diagnosed at around 4-5 years of age. In rare cases (1:50million), girls 
are also diagnosed.

Children with Duchenne cannot produce a protein (Dystrophin) needed for muscle 
strength and function, and over time this leads to muscle damage. 

Typically, boys are confined to a wheelchair at around 13 years of age.

The heart and lungs are muscles and become negatively impacted.

Duchenne robs the ability to breathe independently, to talk, and undermines heart 
function, causing early death.

Life Expectancy is early to mid-20s due to heart or lung failure. A small percentage are 
now living into their early thirties.

THERE IS NO CURE.

On average, the financial cost of Duchenne over the lifetime of a child born today can 
be expected to be $1.3 Million with the cost for a child living to their mid-thirties of 
$2.88 Million.

Save Our Sons Inc. t/as Save Our Sons Duchenne Foundation                       

A: PO Box 350, Marrickville NSW 2204 

T: (02) 9554 6111

E: info@saveoursons.org.au                                                                           

To learn more head to saveoursons.org.au

ABN/DGR: 30 852 969 402



KEY ASKS OF SAVE OUR SONS

GETTING TREATMENT EARLIER
1. Earlier Diagnosis and Newborn Screening - Many Australians are waiting too long for a      
diagnosis and continue to endure a diagnostic odyssey before being able to access treatment 
for the condition and therefore access genetic counselling on future family planning choices

GETTING THE CARE THAT IS NEEDED
2. That there be a Standard level of care across the country for Duchenne and Becker families 
and accessibility to such care and services, through:

- Government funded certainty for neuromuscular nurses to provide vital care coordination  
   for all patients with Duchenne and Becker.
- Provide funding to establish Centres of Excellence for Duchenne and Becker in Australia
- Review delays in access to equipment for NDIS participants

3. Families need better access to drugs and treatments which have been clinically proven and 
approved by credible international jurisdictions such as the FDA and the EMA;

- current roadblocks in the TGA and PBS processes need to be removed to ensure our   
  community has access to treatments and drugs which are affordable and accessible to all,        
  irrespective of socio-economic status;

FUNDING FUTURE THERAPIES
4. Clear funding mechanisms for gene therapies as part of its 2020 review of the National Health 
Genomics Policy Framework.

IMPROVE ACCESS TO CLINICAL TRIALS
5. That the application processes for drug companies seeking to bring clinical trials to Australia 
be fast tracked and expedited. Our separate ethics and research governance processes for 
example, means Australia lags well behind the rest of the world and drug companies are 
reluctant to come here.

6. That additional funding be provided to our hospitals (in consultation with neuromuscular 
clinics) to provide all of the personnel and infrastructure necessary for our hospitals to host 
and deliver clinical trials for the Duchenne and Becker community - currently our hospitals are 
understaffed and do not have the resources to take on more trials. 

SOSDF is working with a number of pharmaceutical companies who are looking to run 
gene therapy trials in Australia later this year but are hamstrung because of existing 
hospital infrastructure.
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