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Parkinson's Australia

Incorporated

About us

Parkinson's Australia is the national peak body and charity representing more than

100,000 Australians living with Parkinson’s. PA advocates for the Parkinson’s

community on issues of national significance. We work to reduce the impact of

Parkinson’s by aiming to improve the lived experience for people with Parkinson’s.

We are committed to achieving a Parkinson’s-friendly society where people living with

Parkinson’s, their carers and family members are supported, respected, empowered,

and engaged in community life. Together with state Parkinson’s associations, we

work to advance, promote, and influence Parkinson’s care with a vision to achieving a

world without Parkinson’s. 

 Our mission is to promote the best quality of life for people with Parkinson’s
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Postal Address:

PO BOX 108

DEAKIN WEST ACT 2600

Parkinson’s Australia is registered as a Public

Benevolent Institution with the Australian

Charities and Not-for-Profits Commission



President's Report
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It is with pleasure that I commend to you the Parkinson’s Australia Annual Report. 

Parkinson’s Australia refined its direction and set in place a new strategic plan focusing the

organisation to be purpose-driven and person-centred. The Board acknowledged that a

purpose-driven approach helps generate better outcomes for our consumers. The past year

also saw the beginning of a major exercise that has led to the refocussing of our organisation.

While you will recognise some of these changes through the new strategic plan and bold

colours on our website, our new focus is more about our actions rather than just symbols, and

many of those actions are highlighted in this Report.

We conducted an insightful yet provoking qualitative research project to better understand the experience of those living with

the chronic disease today, and where we should be focusing our attention to meet their needs more effectively. 

We have been awarded over $1 million by the Federal Government to improve outcomes for people with Parkinson’s and other

movement disorders.  Parkinson’s Australia subcontracted PSA to develop The Young Onset Parkinson’s Information Hub –

information and training for people living with Parkinson’s and their care providers. This innovative app and online resource will

provide NDIS-contracted providers, allied health professionals, family and carers with up-to-date information about the

condition. 

We have shifted our direction to strengthen the involvement of the community. The Board established a Consumer Advisory

Group, which is intended to provide advice to Parkinson’s Australia on strategies and initiatives related to the strategic plan, and

emerging policy issues and concerns in the Parkinson’s community. This group is a significant connection between the

organisation and the community.

Parkinson’s Australia are cementing our position as the advocacy voice of Parkinson’s in Australia. This year we launched a new

media strategy that included a redesigned website and a significant increase in our social media presence.  

During this year, the healthcare, disability and aged care sectors entered a period of significant change bringing both

challenges and opportunities.  As the national peak body for Parkinson’s, Parkinson’s Australia made significant progress by

leading and informing the policy agenda, strengthening and building partnerships and improving the community’s awareness of

Parkinson’s and the issues our community face. 

It has been exciting to see such a large number of projects delivered or initiated in partnership with others over the last 12

months. Whilst COVID-19 provided a different operating environment for Parkinson’s Australia, it also provided the opportunity to

fast-track changes to telehealth, creating a more accessible health system. Parkinson’s Australia advocated strongly for

telehealth to be continued and believes the flexibility is beneficial to people with Parkinson’s by providing a standard of care

and increasing their health options. 

We are only a small organisation and rely on the generosity of supporters to operate. I thank our members, and the many

organisations and community for their assistance in the last 12 months. This support has allowed us to roll out multiple advocacy

projects surrounding aged care, telehealth, medication shortages, a Symposium and a young onset program. 

As a Board, we now look to the future of Parkinson’s Australia and to continuing to implement our strategic plan for the period of

2020–2022. The vision is to promote the best possible life for people with Parkinson’s. Through advocacy we will work to

maximise their opportunities to live well and maintain their independence. 

I have served two years as President and Chair of the Board of Parkinson’s Australia and my term will end at the 2020 AGM. I

reflect on the accomplishments over these two years and am heartened by the progress made in many areas, some of which

are highlighted in this report. I thank all the Board members who have served this year for their commitment. Each one brings a

different experience and skill set, allowing us as a Board to comprehensively focus on the future direction of the organisation. I

thank our CEO, Jodette Kotz, and all the team at Parkinson’s Australia for your energy and passion, which is borne out in the

achievements outlined in this report. We look forward to building on these significant attainments and to achieve our vision of

care for people with Parkinson’s.



Treasurer's Report
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This result is the product of good financial management, including gaining income from a Federal Government grant,

as well as close monitoring of expenses over the entire financial year. 

The Board have considered the development of COVID-19 since the beginning of 2020 and despite disruptions to

our major advocacy projects, Parkinson’s Australia has not seen the major drop in donations widely experienced by

many other organisations. Revenue has tracked solidly with a slight increase in donations as at 30 June 2020, and

Board expenses have declined due to a reduction in travel, with all meetings moving online. 

Parkinson’s Australia continues to have a solid financial position with net assets of $711,837 at 30 June 2020, slightly

up on the prior year. This includes cash and cash on deposit of $708,455. In the prior year we reported a bequest of

$100,000 where these funds were to be spent on research and/or education. During the year we spent $30,000 and

the balance is expected to be spent in the current financial year.

Parkinson’s Australia remains in a solid financial position with net assets of $651,249 at 30 June 2019, slightly up on

the prior year. 

A copy of the audited financial statements is available on the Parkinson’s Australia website.

This financial year has seen Parkinson’s Australia achieve an improved financial

performance. Parkinson’s Australia returned a profit for the year ending 30 June 2020 of

$60,588, an increase on our 2019 profit of $38,623.



CEO'S Report
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Highlights for the year.

The organisation has advanced its strategic plan for 2020-2022 allowing us to focus on a few key deliverables.

Of note was the formation of our inaugural Consumer Advisory Group given our strong focus for person centred care. Having

gone through a rigorous application process, our group members – both people with Parkinson’s and carers have met, they

commented on papers and provided support to Parkinson’s Australia. This has played an invaluable role in informing and

shaping key pieces of our work.

We conducted a detailed qualitative research project to gain a better understanding of the experience of those living with

Parkinson’s, and where we as a national body should be focusing our attention to meet their needs. People have urged us to

be a champion for them, to drive a coordinated and new approach in health, disability and aged care so they can access the

right supports or treatments, in the right place, at the right time - whenever and wherever they most need it.

PA has modernised its engagement with the community, boosting its media presence through multiple avenues and

expanding its University sector partnerships. We have increased our social media presence dramatically, which is very

important in the advocacy process and for raising awareness. Furthermore, we upgraded our website earlier this year to

improve resources for people with Parkinson’s but also for researchers to have the opportunity to connect with people in our

community. We have put in place the building blocks for a stronger year next year and to enable us to deliver on our strategic

plan. Parkinson’s Australia will continue to grow our reputation and national advocacy capabilities for people with Parkinson’s.  

Although, COVID-19 required us to make significant operational changes, the team did so with speed and grace. The

resulting isolation requirements provided an opportunity for Parkinson’s Australia to argue for improved telehealth under the

health system and for those using health care as a part of the NDIS. People with Parkinson’s in all areas of Australia deserve

to have access to the team of health providers that they need. 

One of our larger changes was to move our National Conference into an online symposium. Prosper 2020 will provide the

Parkinson’s community with the opportunity to come together to discuss and debate health and wellbeing, government

support, and the most up to date research that directly impacts on the lives of people with Parkinson’s and their carers.

Finally, Parkinson’s Australia, in partnership with Parkinson’s South Australia, is building The Young Onset Parkinson’s

Information Hub. This is an innovative (online) app that will provide NDIS-contracted providers, allied health professionals,

family and carers with up-to-date information about the condition. It will promote the best possible quality of life for people

with Parkinson’s.

Our ability to deliver on our plans is dependent on funding. Thank you to everyone who supported Parkinson’s over the last

year and to those that donated to us or raised funds regardless of the barriers of COVID-19. Overall, the Parkinson’s Australia

team has put in a great amount of work in 2019-2020 with a continued drive and focus to improve care for people with

Parkinson’s. I thank all members of staff – both past and present – for their hard work and dedication. The task of creating

awareness about Parkinson’s and care will continue to require great determination and focus. With more discussion comes

better support for people with Parkinson’s, and their loved ones.

Our year of growth despite the many challenges

The month of May marked my 1st year as CEO at Parkinson’s Australia. Parkinson’s

Australia has been working hard to build a solid foundation for the future – with a

clear focus and direction, engaged and competent people, and a strategic plan

which is well informed but flexible enough to respond to our changing environment.

There were and are many issues that need addressing for people with Parkinson’s –

the burden this condition places on Australians is too large. My goal coming into this

organisation was to improve the lives for people with Parkinson’s. 



Vision:

Promote the best possible quality of life for people with Parkinson’s 

Purpose:

We advocate for the Parkinson’s community on issues of national significance. We

work to reduce the impact of Parkinson’s by promoting best practice care to ensure

that people can maximise their opportunities to live well and maintain their

independence.

Goals:

1. Grow our reputation as a leading source of information on Parkinson’s. 

2. Build our national advocacy capability and promote the interests of the Parkinson’s

community.

3. Build an organisation that is appropriately resourced, financially sustainable and

well governed.

Click here for the plan

Strategic Plan 2020-2022
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Our three-year Strategic Plan is clear in its vision to be purpose-driven and person-centred.

What is clear in our plan is that we are cementing our position as the advocacy voice of

Parkinson’s in Australia. We started this through our new website and driving projects to improve

engagement with the community in the design of Federal Government services for people with

Parkinson’s. 

https://d04df24a-57f9-43a8-8a9e-121c07e25be2.filesusr.com/ugd/d5412d_464f7c1cfad34c7088e65590861dc471.pdf


�Specialist medical care in an Aged Care Facility so that

they can manage their   Parkinson’s and maintain the best

quality of life possible. 

�Better access to primary health care services. 

�Better access to Home Care Packages 

�Improved care from Home Care Package Providers –

through educated and  empathetic carers.

Parkinson’s Australia ran a small campaign around improving

aged care services for people with Parkinson’s throughout

2020. The Aged Care system is currently under review by the

Royal Commission into Aged Care Quality and Safety which

has found the system to be lacking in basic care provision.

A grass roots campaign of letter writing to Members of

Parliament, combined with an improve social media strategy,

radio interviews, magazine articles, media releases, surveys

and numerous meetings with Parliamentarians via Zoom or

phone has improved the understanding of the needs of

people with Parkinson’s around Australia.

People with Parkinson’s need better care. 

Young Onset Hub
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The Impact of our Work

More Care in Aged Care

The Young Onset Hub is an initiative that was launched in August 2019. The Australian Government

provided $1.1 million towards improving the lack of information targeted towards those under 65 years

of age with Parkinson’s. The app is an innovative method to providing support, which addresses the

barriers faced by those under 65 years of age when seeking support as well as those living remotely.

The app will provide NDIS contracted providers, allied health professionals, family and paid carers with

access to up to date information about Parkinson’s. This fantastic initiative should be rolled out in 2022.



The Movement Disorder Nurse

Pilot Program

Carers play a vital role in the wellbeing of

people with Parkinson’s. Parkinson’s Australia

was a key member of the advisory group for the

design of the Carer Help website. 

Carer Help is a new resource to support unpaid

carers, and was launched at Parliament House

on Thursday, 17 October during National Carers

Week 2019.

Developed as part of the Australian Family Carer

Toolkit Project, this resource helps to prepare

unpaid carers to care for a partner, parent, child

or friend at the end of life.

Parkinson's Australia was instrumental in creating The

Neurological Nurse Specialist Pilot Program. This will

improve access to specialised nursing care in the

community for people living with Parkinson's. The

integrated nurse-led models of care are being piloted

in 15 different sites across Australia. Parkinson's

Australia has advocated that both rural and remote

locations should be a focus of the pilot. The aim is to

attract specialist nurses in a community setting and

upskilling nurses in primary care. 

The project has been funded by the Commonwealth

and will be active for a total of five years. The $6.4

million will help to evaluate and provide evidence for

nurse programs on a National Level. 

We look forward to watching this pilot program over

the next few years. 
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Carer's Week 2019



Alliances
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Parkinson’s Australia has formed strong coalitions with similar minded people to provide better services

for people with Parkinson’s. By creating these formations, it allows for larger reach and stronger

engagement. 

Parkinson’s Australia continues its collaboration with the Neurological Alliance Australia. Our major

advocacy achievement has been to ensure the extension of telehealth support by the Australian

Government. In a recent survey, eighty-six per cent of people with Parkinson’s wanted access to

telehealth options in a post Covid-19 world.

Parkinson’s Australia is a founding member of the Accessible Design Alliance which first met on 29

October 2019. The Accessible Product Design Alliance is a not-for-profit that represents people with

chronic conditions who need accessible products and packaging. Regardless of the level of ability,

products and packaging should be accessible for all, which is hugely important when it comes to

people with Parkinson’s taking their medication. 

Parkinson’s Australia partnered with Australia Neurological Nurses Association (ANNA) to improve

access of generic alternatives to Sinemet CR. We called for urgent action in reinstating

Carbidopa/Levodopa Extended-Release (Sun Pharmaceuticals) products 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.

We advised the development of the Carer Help online toolkit. This service provides a comprehensive

online set of resources for carers and was launched in October 2019. Over 5,000 people have

accessed the service.

We are engaged in advocacy development with international Parkinson’s Organisations and are a World

Parkinson’s Coalition Partner. Parkinson’s Australia has made an active decision to be involved with PD

Avengers in their global movement. PD Avengers is a global alliance of advocates united with a

common goal of ending Parkinson’s.

Parkinson’s Australian worked closely in partnership with the Shake It Up Australia Foundation,

supporting the $30 million Australian Parkinson’s Mission. 

Accessible Design Alliance

29th of October 2019



Submissions
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Submission 1 to the Royal Commission on Quality and Safety in Aged Care

Submission 2 to the Royal Commission on Quality and Safety in Aged Care

2020 Pre-Budget Submission calling for better support through Medicare, more Aged Care packages

with the right level of support and more research into Parkinson’s.

Neurological Alliance Australia - Submission to the Royal Commission into Aged Care Quality and

Safety

Continuation of expanded Telehealth for all Australians

Neurological Alliance Australia Position Statement – Improved Telehealth increases access

PHN Movement Disorder Pilot Program

Accessible Design Alliance – Improved wellbeing through improved design

Neurological Alliance Australia – Telehealth for NDIS

This year, we have significantly increased the development of public submissions. These positions reflect

issues that are important to the community. They tell the Government and its advisors about the changes

we feel are necessary to various systems.  

Submissions:

Position Statements:

Parliamentary

Friends of Parkinson’s
It has been an interesting year for advocacy, but this has not

stopped our efforts!

Jodette has had many long chats with many politicians about the

needs for people with Parkinson’s. She has met with Shadow

Minister for Health, Shadow Assistant Minister for Aged Care,

Senator Kristina Keneally, Senator Catryna Bilyk and so many others.

Especially in 2020 this has been important in raising the concerns of

aged care and COVID-19.  We appreciate the time taken by all

parliamentarians and their staff to listen and consider our requests

for better support. Parkinson’s Australia CEO, Jodette Kotz with

Senator Catryna Bilyk at their meeting in

October 2019



Connection with the

Community

Consumer Advisory Group
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One of the major accomplishments this year has been the

implementation of the inaugural Consumer Advisory

Group. The group has been developed to ensure the

Parkinson’s community have their voices heard and

recognised at a national level, and their rights assured;

through self and organisational advocacy.

Members will provide input into strategies and initiatives to

improve the wellbeing of people affected by Parkinson’s,

and to raise awareness of Parkinson’s disease. Members

represent the community; being people with Parkinson’s,

carers and family members, and health professionals

engaging with Parkinson’s. A balance of men and women,

younger and older individuals, regional, rural and remote,

as well as metropolitan participants, people from CALD

and Indigenous communities, and people eligible for NDIS

and Aged Care support, will provide a holistic

representation of the voices of the Parkinson’s community.

The Consumer Advisory Group will meet four times per

year via video conferences.

Parkinson’s Australia quickly shifted its planned National Conference into an online Symposium. The

event will be carried out in two afternoon sessions on the 20th and 21st of November. We thank the

Australian Government for their significant contribution that has allowed us to hold this event.

The National Symposium provides the Parkinson’s community with the opportunity to come together to

discuss and debate healthcare, government programs and research that directly impacts upon the lives

of people with Parkinson’s and their carers. It will be a fun-filled event, with interactive workshops and

leading-edge research. This symposium is about changing the narrative: Developing a positive outlook

and engaging with society to improve the independence, wellbeing, and options for people with

Parkinson’s. There will be a range of guest speakers and panel discussions to challenge your

perspectives, while providing an opportunity to meet people and learn a bit more about Parkinson’s.

Online Symposium



Media Review

 Increased our Facebook followers from 3,422 to 4,017. Our growth rate is now 250 per

quarter, compared to April 2019 where the growth rate per quarter was 150.

Twitter impressions increased from 2,218 to 7,653.  Our growth rate in impressions is at 71.6%

due to increasing our posting by 13.3%.

Instagram followers increased from 0 to 578. Average reach is 168 per week.   

The new website was launched on 20 May. There have been 67,793 new users.

In this financial year, Parkinson’s Australia modernised and expanded our social media

engagement.  

SOCIAL MEDIA 

From February 2020, Parkinson’s Australia implemented a plan to maintain constant social media

engagement to create a Facebook community that was involved in the advocacy of Parkinson’s. Through

this period, it has boosted our brand, reputation, sense of community and has meant that Parkinson’s

Australia could reach a wider audience. This has allowed media outlets to notice Parkinson’s and their

presence which is extremely important to furthering the message to politicians, people with Parkinson’s

and the general population.  

Our media reached many millions of Australians this year:
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FB follows Instagram follows Twitter follows

4017 578 848

Areas that we have been advocating for: 

Social media is an important investment to understand the needs and interests of our community. 

Over 11 Million

through print

(and online

magazines) 

Over 1 Million

through

television

Over 500,000

through radio



Media Review

Parkinson’s Chat is part of our work to encourage

collaborative research. The chat series aims to raise

awareness of research within the Parkinson’s

Community, the broader community and across

Government with the aim of securing greater amounts

of funding. PA spoke with a number of researchers

from the Florey Institute in Melbourne as well as the

Royal Melbourne Hospital. The series provided great

insight into Parkinson’s research and where it is

headed for the future.  

The chat series complements the research section on

our website and Facebook posts which provides the

community with information about opportunities to

participate in research.

Click here for interviews

Parkinson’s Australia also invested in a new website to align with

the new strategic plan.

The website was designed with the community in mind; information

was streamlined, and more pathways were provided for people to

be involved in advocating and supporting the Parkinson’s

community.
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Website

Parkinson's Chat

https://www.parkinsons.org.au/research
https://www.parkinsons.org.au/


Community Support

It is great to see people in the Parkinson’s space being proactive in their support

for the community. Despite COVID-19 these 3 people have still managed to raise

much needed funds whether that be running whilst in quarantine or growing a

mullet.

Angus

Nick Vaananen

Sam Coates
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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.

Nick has been raising much needed funds for Parkinson’s South Australia by growing a mullet. He

wanted to make a difference and spread awareness of Parkinson’s with the broader community.  

Sam had to go into isolation due to travelling from Victoria to Canberra. His co-traveller has

Parkinson’s, so he thought why not run 100km in nine days to raise money for the condition. Thanks

for your efforts Sam.

Jonathan Gremmel

In June 2020, Jonathan held an art auction for Parkinson’s Australia. It was an online event

raising $1,800 and we thank you so much for selling your beautiful artwork for charity. 



Parkinson’s Australia wishes to acknowledge the donations which have been given

by families and friends in memory of the following people. The thoughtfulness of the

families in arranging for donations to be given to Parkinson’s Australia is greatly

appreciated.

Organisations / Individuals / Deceased Estates

2019/2020 Donations Received of $1,000 +

2019/2020 In Memoriam Donations received for the following people 

Australian Unity Trustees

Foundation

Marie Claire Chapman

Evan Cutler

Amanda Dao

Robyn Ellis

Ernst & Young

Estate of the Late Allan Rowling

Moelis Australia Foundation

Ian Narev

D&F Nassau

John O'Connell

Paypal Giving Fund

Eric Pinkard

Michael Ryan

Estate of the Late Barbara Heath

Frank Gatto

Jonathan Gemmell

Edith Greiman

Christine Hawkins

Jenny Jenkins

Heather Manning

Shreeve Carslake

Geoffrey Taylor

Think Tank

Catherine Tobin

Warrawee Community

Aged Care

Bruce Wilson

Lee Wilson

Patricia Roessler

Dr Gervin Samarawickrama

Allan Snedden

Brian Snowdon

Mr Spicer

Ian Stevenson

Don Storr

Neville Symington

Ian Tuxworth

Roberts Gerard Wake

Glen Waples

John Wegner

Merryn Bertus

Teddy Bird

Barbara Bray

Mary Brown

Peter Buckel

Patrick Calladine

Len Carroll

Paul William Combridge

Peter Cooke OBE

Barry Cooling

Peter John Cornwell

Armando Covino

Kevin Patrick Cripps

Frank Currie

Kelly Dao

Barrie Denny

Peter Flannian

Mary Gannon (nee Bourke)

Silvano Gavo

Diana Grant

Robert Gwynne

Phillip Gordon Harvey

Susan Irvine

Susanne Jackson

Monica Larkin

Ron Macpherson

Laurie Martin

Eleni Matsouliadis

Barr Mclean

Loris Peek

Marie Pigott

John Powell

Frank Prokop

Gabriel Reisner

Michel Joseph Roche

In Memoriam
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Governance The Board

2019/2020
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Dr. Moira Watson

Board Member & President
Independent Member

Prof. George Mellick

Board Member & Vice President 

(QLD)

Stephen Ferguson

Hon. John Doyle AC QC

Independent Member
Board Member & Treasurer

Board Member (SA)

Resigned on 26 Nov 2019

Alison Perrott David Veness

Board Member (SA)

Appointed on 26 Nov 2019

Board Member (NSW)

Glenn Rees Brigadier John Sheldrick

OAM (retd)

Michael Whitehouse

OAM
Board Member

Independent Member Board Member (ACT) Board Member (TAS)

John McDonaldRod Lillywhite

Board Member (WA) Board Member (WA)
Resigned on 8 Jan 2020

Reappointed on 2 Apr 2020

Appointed 8 Jan 2020

Resigned 2 Apr 2020

Members of Parkinson's Australia 2019-2020

• Parkinson’s Australia Capital Territory

• Parkinson’s New South Wales

• Parkinson’s Queensland

• Parkinson’s South Australia

• Parkinson’s Tasmania

• Parkinson’s Western Australia



1 in every 308

Australian's are living

with Parkinson's

People with Parkinson's are

five times more likely to be

living in aged care facilities
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$161,300
Out of pocket expenses over 12.5

years


