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A Brief History

1981 first MND Associations NSW and Vic
e 1984 MND Research Institute of Australia
e 1992 MND Association of Australia

e 1992 International Allilance 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
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MND Advocacy Plan

Multi-pronged, consistent, sustained

Meet with key decision makers

Write submissions to all relevant enquiries etc

Develop and update position statements

Inform and educate the wider MND community

Engage with and mobilise members and the community
Build partnerships and collaborations
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1. Meetings with decision makers
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Submitted by:

6 steps to improve
the lives of people
living with MND

Inquiry into approval processes for new

drugs and novel medical technologies in

Australia

MND Australia seeks six
commitments from candidates . Improvements to aged and disability care
from all sides of politics in the lead . Timely access to assistive technology

up to the 2019 Federal Election to . Development of MND Guidelines

address the urgent need to improve . No cost access to IVF and pre-implantation
the lives of people living with motor

neurone disease.

genetic diagnosis
. Funding for specialist multidisciplinary
MND clinics DISABILITY CARE AND SUPPORTINQUIRY
. Increased & sustained investment in
research
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NATIONAL DISABILITY INSURANCE SCHEME Key responses from MND Australia for discussion at the
(NDIS) COSTS hearing on 13 April 2011]
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3. Position statement

NEUROLOGICAL ALLIANCE AUSTRALIA
notogors € garkidsons mna3 -

Polio e

MNA%§
Aged Care and People with MND
POSITION STATEMENT

MND Australia believes:

«  People diagnosed with MND must have access 1o a range of services to meet their disability
needs irespective of where they live, their age or which sector funds the service

LEUXOOYSTROPHY
CAUSTRALIA

Access lo reasonable and necessary government funded disability supports based on the age
~¥ = natson when they acquire, o are diagnosed with, a disability is discriminatory and

Enes article 19 of the United Nations Convention on the Rights of Persons with

ies

Continuation of expanded Telehealth fo
COVID-19 pandemic response

ent in Home Care Packages to reduce waiting list for higher lavel cara at home, as
ended in the Royal Commission into Aged Care Quality and Safety Interim Report',
ove the lives of thousands of older paople, reduce tha nead for residential aged care
st home care sector employment opportunities during a time of rising unemployment

June 2020

ia will continue to advocate for access to the NDIS for all people with a
MND no matter their age when diagnosed. Until this is achieved MND
s for:

INTERNATIONAL ALLIANCE OF ALS/MND ASSOCIATIONS
Executive Summary

Neurological Alliance Australia (NAA) is a collective of natior
representing over 850,000 adults and children living with pr
conditions in Australia.

The International Alliance of ALS/MND Associations supports the following

nts to the ageing-disability interface to ensure access to reasonable and
fundamental rights for people living with ALS/ MND:

to meet the needs of people who acquire a disability when over the
. For example:

NAA calls on the Australian Government to permanently ex These fundamental rights represent the ideal for individuals living with ALS/MND worldwide. ediate and sustained investment in additional Home Care Packages to reduce the

telehealth items introduced in response to the COVID-19 p:
scheduled to cease after 30 September 2020. Telehealth of
prwalE Ihecppur\umtv to pmvlde enhanced options for sa

ber of people waiting on the national quaue and to baost employment opportunities in

Although the hlernaﬂonal A]]Jarme and 1ts d that some of th diti
might not be i the set of rights all Alliance member
organisations should adopt and pmmule as conditions, systems and resources allow.

People living with ALS/MND have the right to:

duce a formal ‘fast track’ process for automatic access to Leval 4 Home Care
@ges for people living with rapidly progressing and complex terminal conditions such
otar neurona disease to ensure early intarvention and access to sUPPOrts to maat

Hly changing needs

1) the highest quality care available within their healthcare system

2) the highest quality treatment available within theiz b~~~ ~-==

3) information and education that will enable them 10 pl

4) choice with respect to: Y =3
- health and support workers who are providing tre
«  the location where care takes place, and
« the type of treatment or support that is provided

jed Care is unable to meet the disability needs of older people, the NDIS should

PalliativeCare
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Palliative Care and Neurological Conditions
Position Statement

POSITION STATEMENT

Alternative therapies and people diagnosed with MND

This is a joint position statement from Palliative Care Australia (PCA) and the Neurological
Alliance Australia (NAA)

Ba ckgrou nd: Palliative Care Australia is the notional peak body by the collective ip of eight state
and territory palliative care organisations and the Austraiia and New Zealond Society of Paliiative Medicine.
Together the Palliative Care Australia members network to foster, influence and promote local and national
endeavours to realise the vision of quality care for all at the end of Iife,

The Neurological Alliance Australia is an olliance of not-for-profit peak arganisations representing
odults ond children living with progressive neurological or musculor diseoses in Australia. The Alliance was
established to promote improved quality of life for people living with these conditions and funding to support
research. Members of the Alliance include Alzheimer’s Australia, Brain Injury Australia, Huntington’s Australio,
Motor Neurone Disease (MND) Australia, MJD Foundation, MS Australia, Musculor Dystrophy Australia,
Muscular Dystraphy Foundation Australia, Parkinson’s Australia and Spinal Muscular Atrophy Austrolio.

There is ongoing and growing interest in alternative, off label and unproven treatments within the ALS/M!
community globally. For the purposes of this Position Statement these terms refer to treatments or inten
that have not been scientifically proven via clinical trials to be safe and to improve outcomes for people w
ALS/MND.

Those with ALS/MND have always been interested in alternative therapies. It is understandable that whe
have been informed that you have a terminal iliness and conventional medicine cannot provide effective
therapies or a cure that you will look to alternatives which may provide you with some hope.

Iy ... PCA and the Neurological Alliance Australia believe:



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
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6. Partnering and Collaborating

PARLIAMENTARY FRIENDS OF MEMBERS OF THE
NEUROLOGICAL ALLIANCE AUSTRALIA

invitation

The Co-Chairs of the Parliamentary Friends Groups and the CEOs of the ten Members of the Neurclogical Alliance Australia

Motor Necone

e % embers of the Meurclogical Alliamnce Australia (NAA), includineg morning tea,
E\; 22 March 2017, commencing at 11.00 am.

INTERNATI IAL ALLIAN o o
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It's ime to make every
Australian count

ne as the global day of

ALS/MND is a global probler ses not discrimina e Y, nomic
status or region. There are people " M wer the w " agnosed, the

impact of the disease will be forever felt by their loved ones.

Alliance members across the world use the hashtag #ALSMNDWithoutBorders on June 21 to raise

awareness and funds on Global Day.

Why June 21?

and each year the ALS/MND com ity undertake a range of
’ ’ s the day will be another turning point in the search for cause, treatment

Giobal Day is t know e can ba involved. Any event (big or small),

any activity, any ac!




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!



