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What needs to change?

e People living with dementia have the same human rights as everyone else, but often
face discrimination, stigma and barriers to services.

e People living with dementia may experience the following human rights breaches:

loss of autonomy and decision-making

o discrimination in services, health care and work
o lack of dignity and privacy
o use of restrictive practice

O

What is Dementia Australia recommending?

e Dementia Australia supports a national Human Rights Act for Australia and state-
based bills to better protect and promote the rights of people living with dementia.

e This is an important step to secure dignity, equality and enforceable rights for people
living with dementia.

If actioned, what impact could these recommendations have?

e These changes could help make human rights real in practice by:

Reducing stigma and discrimination

Preventing rights breaches before they happen

Supporting dignity, autonomy and inclusion

Improve how services meet the needs of people living with dementia
Make it easier to raise concerns and seek support

o O O O O

How has Dementia Australia advocated for this position?

o Active member of the Human Rights As We Age Network

 Made submissions to relevant state, federal and international consultations to
establish a Human Rights Act and promoting human rights, reflecting living experience
of people living with dementia.



https://humanrights.gov.au/about-us/media-centre/media-releases/media-releases/advocates-unite-promote-older-peoples-human-rights
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1 July 2026

Independent Expert on the enjoyment of all human rights by older persons
Mr. Zvezdan PirtoSek

Via: hrc-ie-olderpersons@un.org

Dear Mr PirtoSek,

Dementia Australia welcomes the opportunity to provide a submission on the autonomy,
participation, recognition and human dignity in the context of cognitive impairment in older
age to inform your report.

Dementia Australia is the peak body representing the estimated 446,500 people living with
dementia and their carers across Australia. Dementia prevalence in Australia is set to
increase to more than a million people by 2065 (1). Dementia is the leading cause of death
for all Australians, as well as a leading contributor to disease burden (2). Dementia Australia
is an active member of the Human Rights As We Age Network.

Dementia Australia’s policy and advocacy work is informed by people living with dementia
and current/former carers through the Dementia Advocates program. In regard to
recognition, personhood, belonging, autonomy and participation, Dementia Advocates report
experiencing:

e Stigma and discrimination, where they felt ignored, treated as invisible, or
assumptions were made about their skills, value, capacity and competency in
interactions across the community. This contributes to feelings of shame, fear and
exclusion and often results in social isolation, as community members or social
networks treat them differently.

e Being denied autonomy in decision-making, and choice and control over their lives.
This is due to assumptions being made about their decision-making capacity even
though this may fluctuate and each person’s experience is different. This extends to
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circumstances where relevant staff or authorities have not sought to identify, comply
with or respect choices and preferences even where legally documented wishes are
available. This can be in relation to everything from appropriate meal choices to care
and medical treatment preferences.

Restrictive practices (including the inappropriate overuse of physical and chemical
restraints). Despite limited effectiveness and a wide array of adverse side effects,
evidence suggests that restraints continue to be used as a first line of symptom
management without informed consent. The many effective non-pharmacological
alternatives must be used first, and restraint can then only be used as a last resort.
Privacy and dignity disregarded, with medical information routinely disclosed
without their consent or basic dignity ignored, particularly in hospital and other care
settings.

Difficulty in accessing and navigating appropriate and quality health and care
supports.

Discrimination in employment, especially for people with young onset dementia.
Challenges navigating built environments, transport and other public services which
are not dementia-friendly, reducing access to the community.

To ensure older persons living with cognitive impairment and dementia are heard, respected,
and socially connected whilst their autonomy and dignity are protected Dementia Australia
recommends a whole of society, person-centred, rights-based approach which includes:

1.

The development of an international legally binding instrument by the UN Convention
on the Rights of Older Persons as a critical step in affirming and articulating the
human rights of older persons and helping to frame domestic law and policy in a
rights-consistent manner. Dementia Australia encourages the Australian Government
to express its in-principle support for such a convention.

. Member states, including Australia, to adopt a national Human Rights Act establishing

enforceable standards and clear obligations for governments and service providers.
Such an Act must also establish concrete measures such as accessible complaint
mechanisms, accountability frameworks, and rights-based decision-making in policies
and services.

3. Education and awareness raising within the community, including government funded
campaigns, to tackle stigma and discrimination.
4.
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5. A spectrum model of supported decision-making must be established with
appropriate jurisdictional legislation and communities supported to enact, particularly
in public services. This model accounts for fluctuating capacity and the specific needs

6. of people living with dementia, including how carers can support people as their
decision-making ability is declining due to progression of dementia symptoms.

7. Investing in and building dementia-friendly communities, where a person with
dementia is engaged, empowered and supported to live a high-quality life with
meaning, purpose and value.

8. Mandating and investing in ongoing training and professional development to ensure
the care and public service workforce is appropriately skilled and educated in
dementia as well as person-centred practices.

It is important to acknowledge that in Australia, the Aged Care Act 2024 includes a Statement
of Rights, and establishes a rights-based framework (3). However, the implementation,
monitoring and enforcement, particularly the mechanisms by which older people can seek
recourse if their rights are breached, must be strengthened. The recommendations made
above would complement Australia’s existing Aged Care Act.

Dementia Australia thanks the Independent Expert for their consideration of these
recommendations. We look forward to the resulting report, and progress to protect the rights
of people living with dementia and support them to live with dignity.

Sincerely,

Professor Tanya Buchanan

Dementia Australia CEO
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