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PARLIAMENTARY FRIENDS OF PEOPLE WITH RARE AND UNDIAGNOSED DISEASES 
Statement 

HON DONNA FARAGHER (East Metropolitan) [9.52 pm]: I will take a slightly different tack tonight in rising 
to thank members of this house who attended last week’s launch of the Parliamentary Friends of People with Rare 
and Undiagnosed Diseases. It was certainly a very stormy night but those who were able to attend would agree it 
was a great success. It was a success because not only was the courtyard literally full of people, but also, far more 
importantly, the night provided what I and the co-conveners of the group hope will be the first of many opportunities 
for members of Parliament to hear and learn more about rare and undiagnosed diseases and their impact on those 
members of our community who live with a rare disease, along with their families and carers. 

The response to the launch was terrific. Despite the wind and rain, everyone turned up. There was certainly a very 
large cross-section of the rare and undiagnosed diseases community in attendance, including people who live 
with a rare disease, family members, health professionals and researchers, advocates, philanthropists and support 
organisations like Kalparrin, which I am delighted to be the new patron of.  

I want to thank the Premier and the Leader of the Opposition for officially launching the Parliamentary Friends of 
People with Rare and Undiagnosed Diseases group, and, in particular, I want to acknowledge Hon Matthew Swinbourn. 
We have a full house tonight and I think everyone would agree that Hon Matthew Swinbourn has often talked very 
openly in this house about his son Mitchell and the challenges that he faces and that how, as a family, they are 
impacted by rare disease. I, and I am sure everyone in this house, would like to commend Hon Matthew Swinbourn 
for his very strong advocacy for, and commitment to, seeing this parliamentary group established. I know that 
Hon Stephen Pratt, who is out on urgent parliamentary business, and I are very pleased to be co-conveners of the 
group with him. I would also particularly like to recognise and thank Rare Voices Australia and members of the 
WA rare diseases community in supporting the establishment of this group, and the President and the Speaker for 
allowing it to be formed. In particular, though, I would like to acknowledge Dr Gareth Baynam, Kane Blackman 
and Andrew Bannister for the valuable role that they have already played in response to the group’s formation. 

Like Hon Matthew Swinbourn, who, on the night, spoke of his family’s personal experiences, Kane Blackman, who 
is also deputy chair of Rare Diseases Australia, shared the story of his son, Finn. I will refer to an article that appeared 
on ABC online news after the launch, which captured a number of elements of Kane’s speech. He indicated that 
his family’s experience with rare disease started five years ago. The article states — 

“My wife Sarah received a phone call at 3:00pm on a Friday with the news our beautiful son Finn had 
a rare disease called Angelman syndrome,” he said. 

Finn has one of the rarest forms of Angelman syndrome, which affects around one in 15,000 people. People 
with Angelman syndrome experience symptoms such as seizures, lack of speech, trouble sleeping and 
difficulty with fine motor coordination and learning. 

For many families like the Blackmans, even getting to a diagnosis was difficult. 

“We had a treating health professional say about our son, ‘just call it cerebral palsy or autism’, but that 
wasn’t his disease,” he said. 

“Families are on this diagnostic odyssey desperately searching for answers.” 
I hope that this group will help raise awareness and understanding of rare and undiagnosed diseases and the impact it 
has on those living with a rare disease and on their families and carers, families like the Swinbourn family and the 
Blackman family. There are around 7 000 rare diseases and around 200 000 Western Australians have a rare disease of 
which a high percentage, or 63 000, are children. As was said on the night, that is enough to fill Perth Stadium. I would 
just like to thank members again on behalf of the co-conveners for the very strong support that has already been provided 
to the group. We certainly look forward to keeping members updated on further work in the weeks and months ahead. 
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