Hon Mark Butler MP
Minister for Health
Parliament House
Canberra ACT 2600

Dear Minister,
I am writing to urge the Australian Government to invest in a national motor neurone disease (MND) database to address a critical gap in our understanding of this devastating disease.
Right now, we simply don’t know enough about MND in Australia. A unified national database would give us critical insights into how the disease is affecting Australians: how many people are living with MND; where they are; when they were diagnosed and how the disease progresses over time. This data is essential to understanding the disease, advancing research, and ultimately finding a cure.
The database would also enable improved care and outcomes for people living with MND. It’s about early intervention and improving care models. It’s about giving people time: time to live; time with their children; time with their partners; time with dignity.
MND Australia, as the national peak body, is championing the development of a comprehensive data strategy on behalf of the MND community. I strongly encourage you to engage with their CEO, Clare Sullivan, to discuss this issue further: clare.sullivan@mndaustralia.org.au.
The more we understand MND and its impact in the Australian context, the closer we get to meaningful breakthroughs, whether in treatment, care, or even prevention.
Thank you for your attention to this urgent and important matter.
Kind regards,
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