
Dear all,

Welcome to the September newsletter. Who could

have predicted that 2020 would bring so much

turmoil – Bushfires, hailstorms, COVID -19?  This is

going to be a long year, full of disruptions and a little

unpleasantness. If the first wave of COVID was

sourdough, this second wave is just… sour. We at

Parkinson’s Australia have our community in our

thoughts as we ride out this next wave together.  

Be kind to yourselves; I know the community will be

kind to each other.
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Artwork by Dennis Thorncraft 
 Painting with Parkinson's



Parkinson’s Australia has moved the conference online. Prosper 2020 will provide

the Parkinson’s community with the opportunity to come together to discuss and

debate caring for your health and wellbeing, government programs, and research

that directly impacts on the lives of people with Parkinson’s and their carers. We are

excited for this event to come to fruition and we thank everyone who has supported

us thus far.

Click here for the symposium website

Consumer Advisory Group

We are pleased to announce the inaugural Consumer Advisory Group for Parkinson’s

Australia.  Thank you to all who have applied – the field was exceptionally strong and

we are thrilled to be working with such a keen group of people.
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Symposium 2020

November 20th- 21st

https://parkinsons.delegateconnect.co/


Advocacy
What we need and when we need it

Canberra has been noticeably quiet over the past couple of months with the closure

of Parliament House.  That has not stopped our advocacy efforts! 

Jodette spoke with Minister Colbeck via phone on the 12th of August. They had a

long chat about the needs of the Parkinson’s Community, particularly those engaged

with the Aged Care sector. They discussed improving access to Home Care

Packages, provider’s knowledge of Parkinson’s, access to health care professionals

for residents of aged care facilities and support for assistive technologies.  The

Minister agreed to consider the needs of people with Parkinson’s as the government

develops their response to the Royal Commission into Aged Care Quality and Safety,

whose final recommendations are due in March 2021. Jodette also discussed the

needs of the Parkinson’s community and COVID-19 responses with the offices of the

Shadow Minister for Health, Shadow Assistant Minister for Aged Care, and Senator

Kristina Keneally. 

We appreciate the time taken by all these parliamentarians and their staff to listen

and consider our requests for better support.

Parliament House

Better access to medication - Sinemet

Parkinson’s Australia together with the Australasian Neuroscience Nurses

Association, Movement Disorder Chapter and Movement Disorder Society wrote to

the Therapeutic Goods Administration (TGA). We called for urgent action in

reinstating Carbidopa/Levodopa Extended-Release (Sun Pharmaceuticals) product

as a generic alternative to Sinemet CR®. The supply of Sinemet CR has been

problematic for some time now; causing clinicians to adjust treatment plans for

patients, which can be quite distressing and disruptive to their daily life. Parkinson’s

Australia has been assured that the issues that caused the shortage have been

managed and the TGA is monitoring the situation closely to ensure that stocks remain

plentiful.
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Link to view letter

https://d04df24a-57f9-43a8-8a9e-121c07e25be2.filesusr.com/ugd/d5412d_a053c9fd15a5490c9b79b829c3732caa.pdf


Telehealth
Parkinson’s Australia with the Neurological Alliance of

Australia developed a joint Telehealth position

statement which was sent to the Minister for Health,

Hon Greg Hunt MP on the 25th of June. This statement

called upon the government to permanently extend

MBS telehealth items introduced in response to COVID-

19.  Increased access to telehealth would be a great

investment to both the public and private health system

as it would provide enhanced options for vulnerable

populations and new models of efficient care for the

whole population.

You can find this statement here

73% have used telehealth options

57% have used telehealth options more during the COVID-19 restrictions

86% would you like to continue to be able to use telehealth after the COVID –

19 restrictions are lifted.

Our community would like telehealth continued.  In a recent survey we found:

Telehealth for NDIS participants

Together with the Neurological Alliance we asked the government to retain

telehealth options for a range of services. There is an array of benefits that this will

provide to our community, such as greater access to different services, improved

quality of the service and less inconvenience. Furthermore, we hope that NDIS

packages can include this by having trained staff and resources to eliminate the

technological barrier. Although we called for this, telehealth options need to be

used when safe and clinically appropriate. We hope the NDIA can take these

suggestions on board to facilitate the needs of our community.

Click here to see the letter
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https://d04df24a-57f9-43a8-8a9e-121c07e25be2.filesusr.com/ugd/d5412d_7ec94584308b406ab5b9e41db3b0f3f1.pdf
https://d04df24a-57f9-43a8-8a9e-121c07e25be2.filesusr.com/ugd/d5412d_9615e5c9d45b4c099cab320145f6ad23.pdf


Increase the number of home care packages

Create an independent assessment process for home care packages

Improve accessibility to health care professionals by introducing innovative

models to residential aged care facilities.

Improve access to multidisciplinary teams for people with Parkinson’s.

Provide financial support for wearable devices and other assistive technology.

Improve access for rural and remote people with Parkinson’s through using

innovative models to connect them with their health care providers.

On the 31st of July we lodged our submission into the Royal Commission for Aged

Care Quality and Safety. A large proportion of people with Parkinson’s use home

care services or residential facilities provided under the aged care system. It is very

important that people with Parkinson’s receive better care so they can live the

best possible life. We made six recommendations:

More care in Aged Care 
Our submission to the Royal Commission

Click here for submission
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A big ‘Thank you’ to Hazel, our Policy intern from Murdoch University for the

background research for this submission.  Hazel has completed her degree and

we wish her all the best.  We thank Murdoch University for their support this year.

https://d04df24a-57f9-43a8-8a9e-121c07e25be2.filesusr.com/ugd/d5412d_d89c3f3121654b49a40b1508e39efd34.pdf


Updates on

Parkinson's research

Up and coming research

APM research trial
The Australian Parkinson’s Mission (APM) received $30 Million in Federal Government

funding which is the most significant funding for Parkinson’s research in Australia.

Sequencing the genome of each patient, the Australian Parkinson’s Mission will

establish a first step toward personalised medicine for Parkinson’s patients and will

drive drug discovery in the future.  The Australian Parkinson’s Mission clinical trial

(APM001) of the is now active, with eight sites across Australia (in NSW, VIC, SA, WA

and QLD) opening for participant enrolment and recruitment beginning in the

upcoming months, (please note that some centres have already started screening and

recruiting participants, while other centres will begin in the near future). For more

information about the APM clinical trial, please see the Participant Information Sheet or

visit the APM website.

Research on Causes

Research on potential cures

How you can participate in research. for the diagnosis, treatment, and improved

quality of life for people with Parkinson’s.

Parkinson’s Australia supports research into the diagnosis, treatment, and methods to

improve the quality of life for people with Parkinson’s. Part of our role is connecting

researchers to participants and to each other; the other part is to provide community

support by raising the profile of researchers and providing support for grant

applications.

PA has reformatted its website so that you can find:
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Researchers at QIMR Berghofer Medical Research Institute are inviting you to

participate in an Australian research study that will investigate the genetic

factors that influence a person’s risk of Parkinson’s. Specifically, their study is trying

to find genetic variants that can help them understand, predict, and

eventually prevent Parkinson’s onset and progression.

If you would like to participate in this trial click here

Australian Genetics of Parkinson’s disease

study

https://www.qimrberghofer.edu.au/ParkinsonsGenetics/
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Health Minister Greg Hunt announces $21.8 million towards brain disorder research

on the 25th of June. The University of Melbourne received $952,000 of this to go

towards using stem cells to treat Parkinson’s. You can see an interview with the lead

researcher here.

Government investment towards brain disorder

research

Media

You may have noticed our new and improved website,

Facebook posts and Instagram page.  A big thanks to

Alarnah for all of this work.  Alarnah is completing her

degree at the University of Canberra and came to us

through their Workplace Integrated Program.  It’s a great

partnership!

Parkinson’s Chat Series

Youtube

Facebook

Through our social media channels, you may have seen the Parkinson’s Chat’

series where the CEO Jodette Kotz interviewed Parkinson’s researchers from The

Florey Institute. The researchers reveal and explain some of the intricate aspects

of finding a cure for Parkinson’s. These interviews have been very informative on

the current state of Parkinson’s research and where it may be going in the future. 

You can find the videos on either of the below platforms:

https://www.facebook.com/10NewsFirst/videos/286834079179725/
https://www.youtube.com/playlist?list=PLlvH9lsCa0UvXGlkf91pCx9kD98UykXPe
https://www.facebook.com/ParkinsonsAust


Angus's Marathon Run

Back on July 11th, Angus was stuck in hotel quarantine and

decided to run a marathon. How do you run a marathon in a

confined hotel room?                              

By doing 4,220 laps around his bed in one day. He raised a total

of $14,050

Thank you Angus for supporting people with Parkinson’s. 

Click here for Angus's interview with the Today Show

Sam Coates

Thanks to Sam for raising $2,000 for PA by running 100km in 8

days. He decided to do this while self-isolating with a co-worker

who has Parkinson's, we appreciate your efforts.

As you can see, it’s been a very busy period for Parkinson’s Australia.  A big thanks to

all of our supporters and those who have contributed to these projects.  Our next big

projects are the launch of the Consumer Advisory Group and the National Symposium

in November.  I hope to see everyone online at the Symposium - here.

 

Warm regards

Jodette Kotz

CEO

Quaratine Runners

Parkinson's Australia - Newsletter | September 2020  Page 8 of 8

4,068 

followers 

Facebook

483

followers

Instagram

1,409 

followers 

Twitter
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