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A Brief History 

• 1981 first MND Associations NSW and Vic

• 1984 MND Research Institute of Australia 

• 1992 MND Association of Australia

• 1992 International Alliance of ALS/MND 

Associations  

• 1994 – 2006

– national information resources, national and 

international meetings, Rilutek listed on PBS

• 2006 national advocacy a key role for MNDAA 



About Advocacy
• Advocacy is an activity by an individual or group that 

aims to influence those who make policy decisions

• There are a number of types of advocacy:

– Self or individual advocacy

• Informal advocacy undertaken by individuals, their relatives, and 

friends

• Voluntary or community-based organisations that advocate for 

individuals

– Collaborative advocacy 

• joint advocacy with other groups who have the same or similar needs

– Systems (systemic) advocacy 

• Changing policies, laws, or rules

• Local, state, national, international

• People with lived experience of MND are key to 

engagement and success 



Why is Advocacy a focus?

• National Advocacy identified by members as 

a key role for MND Australia to improve the 

lives of Australians living with MND

• People with MND in Australia:

– have complex and rapidly changing needs 

– need a range of supports from health, aged and 

disability sectors

– do not have access to equal care and support



Building a case for change 

• Gather evidence:
– members, community, formal reviews, needs 

assessments, national and international research  

• Understand needs of:

– Members

– MND Community 

• Build networks and strategic relationships 

• Be across policies of the government



Presenting a case for change

• 2015 Deloitte Report 

• MND Action Framework to 

identify priority areas:

– disability (NDIS)

– aged care

– assistive technology

– genetic services 

– health

– research 



MND Advocacy Plan

Multi-pronged, consistent, sustained 

1. Meet with key decision makers

2. Write submissions to all relevant enquiries etc

3. Develop and update position statements

4. Inform and educate the wider MND community

5. Engage with and mobilise members and the community 

6. Build partnerships and collaborations



1. Meetings with decision makers 



2. Submissions 



3. Position statements 



4. Informing and Educating
• 2002, 2011, 2019 hosted international meetings 

– Melbourne, Sydney, Perth

• 2005 National Conference for health professionals 

and service providers established

– Annual then Biennial  

• 2008 MND Association support service model

– Developed and adopted nationally

• 2010 MNDcare website launched  

– redeveloped in 2021 with ILC funding

• 2015 MND Connect meetings established 

• 2021 State of Play online research updates



5. Engaging the community 



6. Partnering and Collaborating 



Key impacts 2006 to 2021
DISABILITY - 2012 - NDIS introduced with bipartisan support 

• Recognising people living with progressive neurological conditions, under the age of 65, as an 

early intervention group within the NDIS

• Allowing existing NDIS participants who turn 65 to continue with the NDIS 

• Annual fee for MND Association equipment bundles or rental included in NDIS plans 

• First disease specific MND Practice Guide for planners developed 

• Disability related health supports (NIV) available to purchase using NDIS funding 

AGED CARE - 2018 - Royal Commission into Aged Care Quality and Safety
• Independent MP’s come together to support an end to discrimination for people who acquire a 

disability when aged 65 or older 

• Royal Commission into Aged Care Quality and Safety handed down its final report: Care, 

Dignity and Respect. MND Australia recommendations 1, 2 and 3 encompassed and the need 

for equity for people with disability receiving aged care recognised

HEALTH AND RESEARCH 
• 2006 – Australian MND Registry established 

• 2008 - people with terminal conditions able to access superannuation

• 2008 - Riluzole for people with disease duration of less than 5 years 

• 2011 - recommendations of the Lockhart Report maintained 

• 2018 – NHMRC funding for MiNDAUS

• 2020 – specialist MND multidisciplinary clinics available in all states and ACT

• 2020 – telehealth consultations covered by medicare

• 2021 – MiNDAUS registry launched 



The Future

Improve equity of access to:

• Aged care 
– timely needs based in-home aged care funding and support for people with 

MND

– assistive technology and calling on the Federal Government to create a 

single national assistive technology program to support people with MND 

who are excluded from the NDIS

• Disability - NDIS
– Continue to ensure the needs of people with MND are met as reviews are 

undertaken

• Health - Genetic services for Australians with MND
– genetic services for Australians impacted by MND

– fast-track access to effective treatments and devices for MND



Thank you!  


