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Terms of Reference:

That, pursuant to section 28B(1)(e) of the Ageing and Disability Commissioner Act 2019 (the Act),
the Committee conduct an inquiry into and report on supported decision-making for adults with
disability and older people in NSW, with particular reference to:

a) the lived experience of people seeking to access appropriate support to make decisions
for themselves

b) barriers to implementing models for supported decision-making across legal, financial,
health, education, employment and care systems in NSW

c) the distinct experiences of and challenges faced by Aboriginal people and people from
culturally and linguistically diverse backgrounds

d) the role and functions of the Ageing and Disability Commission (the Commission) in
relation to supported decision-making

e) possible changes to the functions of the Commission, including legislative amendments
to the Act, to enhance supported decision-making

f) measures to ensure that substitute decision-making is an alternative approach that is
employed in appropriate and limited circumstances

g) otherrelated matters

Executive summary

This submissionisjointly provided by the Dementia Law Network and the Young People in Nursing
Homes National Alliance. It focuses on people living with dementia, with special attention to
young onset dementia. It draws on research, including the recent report Legal Issues for People
Living with Young Onset Dementia in Australia (UTS, 2025), which forms part of our submission.

Young onset dementia is a terminal condition with symptom onset before age 65 that affects an
estimated 30,000 Australians and is characterised by long diagnostic delays, diverse symptom
profiles, and substantial life impacts, including disrupted employment, financial instability, and
parenting responsibilities. People with young onset dementia, as with late onset dementia, are
often assumed to lack decision-making capacity at, or soon after, diagnosis.



Our research identifies significant barriers to implementing supported decision-making across
health, legal, disability and aged care systems. These include: inconsistent and medically-driven
approaches to capacity assessment; limited professional training on dementia-specific
presentations and supports; fragmented service systems; and the absence of clear legal duties
to provide decision-making support. Families commonly report receiving little guidance following
diagnosis and face ethically challenging decisions without adequate information, training or
systemic support.

To address these gaps, our submission recommends: legislative reform to embed supported
decision-making as the preferred and enforceable framework in NSW; dementia-specific training
for health and legal practitioners; integrated access to legal and advocacy services for people
with dementia and their families; targeted support for individuals with dementia who do not have
trusted family or social networks and who face heightened vulnerability to public guardianship;
and consideration of innovative volunteer, navigator and/or professional roles to support and, if
necessary, make decisions, to ensure that public guardianship is truly a last resort for people with
impaired decision-making capacity.

Introduction

People with dementia in NSW, including young onset dementia, experience significant barriers to
supported decision-making, leading to premature and avoidable use of substitute decision-
making arrangements.

This is a joint submission from the Dementia Law Network and the Young People in Nursing
Homes National Alliance. The Dementia Law Network (www.dementialawnetwork.org/) brings

together researchers, clinicians, legal practitioners, people living with dementia, their families
and the broader community to advance knowledge on issues at the intersection of law and
dementia. The Young People in Nursing Homes National Alliance (https://ypinh.org.au/) is the

national peak body for younger people living in or at risk of being placed in residential aged care.
Our submission relates to the Terms of Reference:

b) barriers to implementing models for supported decision-making across legal, financial,
health, education, employment and care systems in NSW; and

f) measures to ensure that substitute decision-making is an alternative approach that is
employed in appropriate and limited circumstances.

Background on Young Onset Dementia

Our submission has a particular focus on supported and substitute decision-making in the
context of young onset dementia. While dementia is typically associated with older age, it is
estimated that ~30,000 Australians have young onset dementia.

People with young onset dementia experience substantial delays in diagnosis (on average ~3.5
years from onset of symptoms to diagnosis)." The delay in diagnosis means a delay in individuals
accessing health, legal and other support services. This impacts on outcomes including effective
legal, financial and care planning, and taking proactive steps to build support networks. In
addition, people with young onset dementia are at different life stages to those with late onset


http://www.dementialawnetwork.org/
https://ypinh.org.au/

dementia (symptoms after age 65), are typically still in the workforce and often still have children
or other dependents living at home. The impact of a dementia diagnosis is, therefore, different for
young vs late onset dementia. This includes a range of critical employment, financial, legal and
health decisions that have significant implications for the current and future security of the
individual and families.

People living with young onset dementia often present with symptoms that differ from the
memory problems most commonly associated by the general public with dementia. Many
individuals experience early changes in executive functioning, social cognition, communication
or behaviour, depending on the dementia subtype. These symptoms can significantly affect
judgement, organisation, impulse control, language or the ability to interpret social cues - yet
these symptoms are often not recognised or accounted for in capacity assessments. Because
supported decision-making relies on identifying and adapting to a person’s specific cognitive
profile, a lack of understanding of ‘non-memory’ presentations leads to premature assumptions
of incapacity and inconsistent provision of support.

Our submission is informed by our recent report commissioned as part of the Joint Solutions -
Young Onset Dementia Project®* which is included as an Appendix to our submission:

Nola Ries, Sascha Callaghan, Kristina Chelberg, Evelyn Rose & Fiona Kumfor, Legal Issues for
People Living with Young Onset Dementia in Australia (University of Technology Sydney,
2025). DOI: 10.71741/4pyxmbnjaq.30021721.

This report highlights the following key issues:
1. Incorrect assumptions about capacity

Many people with young onset dementia are assumed to lack decision-making capacity simply
because of their diagnosis. This can lead to early guardianship or substitute decision-making
arrangements, without first exploring how the person might be supported to participate
meaningfully in decisions affecting their life.

2. Shortcomings in capacity assessments

Current capacity assessment practices often fail to recognise the diverse cognitive profiles and
support needs of people living with young onset dementia. Capacity assessments are often
rushed or conducted in unfamiliar environments and do not include adequate supports that
could help the person with dementia to engage meaningfully.

In the context of supported decision-making, accommodations tend to focus on supporting
someone with language or communication difficulties, memory loss or sensory changes (i.e.,
vision and hearing). Typical accommodations which are recognised include: communication and
information accessibility (e.g., easy-read formats); time and environment adaptations; and
including support structures (e.g., friends and family) to help the individual understand options
and consequences. People without support networks are at higher risk of premature substitute
decision-making through public guardianship and administration processes.

There are also challenges for legal practitioners in making capacity assessments. This may
result in deferral by lawyers to either medical diagnoses as a proxy for capacity, or medical



assessments of capacity that are not always aligned to legal capacity assessments. In the main,
this is an artefact of inadequate training of legal practitioners.

Understandably, legal practitioners may be concerned about exposure to criticism that the
involvement of a support person in a client’s legal consultation has facilitated undue influence,
or even abuse.

There is a clear need for specific training for legal practitioners in administering capacity
assessments, understanding different legal tests of capacity, how to appropriately support
client decision-making, and the agency of the client to take risk.

Initiatives that connect legal and medical/health professionals, including joint continuing
education on capacity assessment and supported decision-making, would enhance consistent
practices and improve experiences and outcomes for people living with dementia.

3. Lack of awareness and accommodations for diverse cognitive profiles

Young onset dementia can often present with non-memory symptoms, including executive
dysfunction and social cognition. In posterior cortical atrophy, the initial symptoms include
impaired visual and spatial processing. It can be difficult, even for health professionals, to identify
potential areas where the person may need support, as some cognitive difficulties (e.g., executive
dysfunction, social cognition) may be subtle or misinterpreted, unless specifically identified for
assessment.

A person with executive dysfunction can have difficulty in planning and organising information,
sequencing decisions, cognitive flexibility (i.e., considering alternative options or becoming stuck
on one idea), self-regulation and impulsivity.

For people with social cognition impairment, difficulties include understanding the intentions of
others, being able to take into account the perspective of another person, and judging
trustworthiness (e.g., can be readily swayed and vulnerable to scams).

It can also be difficult to determine the extent the person with social cognition impairment
understands the consequences of decisions involving other people (e.g., financial arrangements
or care relationships). This means that people with social cognition impairment may make poor
financial decisions?®, trust individuals who are manipulating them, or misunderstand conflicts of
interest.

Combining accommodations to structure decision-making (e.g., presenting one option at a time,
making decisions over multiple conversations, providing decision-making scaffolds) together
with safeguards to prevent abuse, undue influence and exploitation, are essential to
appropriately supporting decision-making in people with executive dysfunction and social
cognition impairment.

4. Lack of awareness and reluctance to engage in future planning

Younger people are generally less aware of the need for, and less likely to have, legal planning
documents in place, or when an issue requires a legally framed response (e.g., conflict in
employment cessation or access to superannuation/insurance). Research (yet to be published)
has found a tendency to avoid thinking about the future in people with young onset dementia and



their families *. This approach ultimately leads to reactive decision-making when a crisis arises -
for example when the person with dementia declines and decisions about care need to be made.
This avoidance of decision-making may also mean there is inconsistent recognition of ‘will and
preferences’ during crises.

5. Fragmented legal and service systems

People with young onset dementia are systematically disadvantaged by current age-based
services and systems. There is poor coordination between disability (NDIS), aged care, health and
legal services, making it hard for people to access consistent supported decision-making
mechanisms and legal advice when needed. This is compounded when people are under public
guardianship and/or public trusteeship.

For example, the arbitrary age delineation between accessing NDIS and Aged Care is challenging
for people with dementia and their families to navigate. The NDIS system is also poorly designed
and equipped to support people with progressive conditions such as dementia. When time-
dependent decisions need to be made, public guardians are often unable to facilitate supported
decision-making and so substitute decision-making becomes inevitable.

Public guardians often do not have sufficient time or resources to facilitate supported decision-
making or even elicit the views of those under guardianship, especially those with complex
presentations such as young onset dementia. Frequent changes in personnel mean that
relationships between the public guardian and those who know the person best can be frayed or
severed. When individuals are unable to engage in supported decision-making, the preferences
that the person recorded before they lost capacity, may be lost or deprioritised, especially if they
are ‘solos’ (see below).

This means that public guardians are often both first and last resort substitute decision-makers,
effectively bypassing consideration of the rights or views of the person under guardianship or
their trusted family members.

6. Dominance of substitute over supported decision-making

The legal and policy frameworks in NSW still rely heavily on substitute decision-making models.
Supported decision-making continues to be under-implemented in law and practice. While some
policy frameworks invoke supported decision-making, there is little legal clarity regarding
enforceable obligations to provide support that helps the person make decisions. This issue is
amplified by the current NSW Guardianship Act 1987 defaulting to substitute decision-making
models.

Legislative reform is overdue to respond to the 2018 NSW Law Reform Commission report on
the Guardianship Act 1987, which recommended a new Assisted Decision-Making Act. New
legislation would have the benefit of formally enacting supported decision-making, including
ensuring that roles with substitute decision-making powers (e.g., enduring power of attorney,
enduring guardian) must support decision-making where possible.

Itis also essential to address the particular disadvantages and risks faced by ‘solos’—people
who, by choice or circumstance, lack trusted family members or close friends to support
decision-making or act as substitute decision-makers when needed. These risks are especially



acute in the context of young onset dementia, where relationships may deteriorate in the years
preceding diagnosis. In conditions such as frontotemporal dementia, changes in social
cognition, behaviour and personality frequently dominate early clinical symptoms and may be
misinterpreted as rudeness, thoughtlessness or a lack of empathy. Before a diagnosis is made,
these misunderstandings can erode relationships, leaving an ex-partner as the individual’s only
remaining connection — someone who may be unwilling to provide support or unsuitable to do
so due to conflicts of interest.

‘Solos’ face heightened risks that their needs and views will be ignored, and that decisions will
automatically default to a public substitute decision-maker. System-level strategies are
needed, such as renewed investments in well-trained and vetted volunteer supporters as well
as hew navigator or professional roles that people could proactively appoint and prepare as
supporters and enduring representatives. Supported by the Australian Research Council, the
University of Technology Sydney is leading a new program of research on these innovative
models, led by Professor Nola Ries, co-founder of the Dementia Law Network. Training is also
needed to ensure that service providers who interact with solos can provide effective decision-
making support to minimise public guardianship as a first, rather than last, resort.

7. Training gaps for professionals

Both legal and health professionals lack dementia-specific training in how to implement
supported decision-making. This leaves them ill-equipped to assist people to participate in
decisions. Our interviews with family members found that people are often told by their health
care provider to “get their affairs in order” but carers of people with young onset dementia report
that there are limited, if any, resources about what this process entails. Access to qualified legal
advice — and effective support to engage in legal planning and decision-making — is a critical
component of holistic dementia care. However, “getting affairs in order” is too often framed as an
imminent total loss of capacity and the end of life. Legal planning should instead be reframed in
an empowering way — preparing for ‘the rest of life’, not the ‘end of life’® — that emphasises a right
to supports for decision-making.

Evidence suggests that there is a prevailing ‘medicalised’ approach to determining whether a
person has decision-making capacity. This results in capacity being a binary assessment
universally linked to a particular diagnosis, rather than looking closely at a person’s situation and
areas where they can make decisions and where they need assistance. This is partly caused by
the limited understanding across health professions that a diagnosis of dementia does not
preclude a person from participating in decision-making. This lack of knowledge stems from
inconsistent training regarding capacity across institutions, states, disciplines and specialities.
Even recently trained clinicians may lack sufficient understanding of the legal definition of
capacity.

8. Ethical challenges

Our interviews with carers and service providers highlighted the real-world challenges in
implementing supported decision-making. Families and professionals face difficult ethical
judgements about how to weigh a person’s apparent present preferences, against broader life
goals, practicality and safety.



As an example, one of our interviews with carers revealed:

“There’s a huge disconnect between what the law says about capacity and what happens
in real life. I’'m meant to let him [husband] make his own decisions - but I’'m also
responsible if things go wrong. No one helps you walk that line.”

- Carer of a person with young onset dementia

Our research also uncovered an over-use of capacity assessments to challenge decisions that
may be perceived as risky, with inadequate understanding of the ‘dignity of risk’, or resources
about how to support a person whose decision involves a degree of risk, regardless of how small.
Possible conflict between duty of care of health care providers and the person’s ability to make
decisions that are not risk-free is an additional complexity which warrants consideration.

To promote decision-making in young onset dementia we recommend the following actions:
Recommendations

1. A public campaign to improve awareness of the heterogeneity of dementia
presentations and subtypes (e.g., frontotemporal dementia, dementia with Lewy bodies,
posterior cortical atrophy, young onset Alzheimer’s dementia).

2. Training for health professionals on capacity, the decision-specific nature of capacity,
how and when assessments of capacity should be undertaken, as well as training on
effective adaptations and measures to ensure people with dementia can engage in
decision-making with support. This training can be modelled on material available for
people with intellectual disability.

3. Training for legal practitioners to promote the attributes of a dementia-capable
practitioner®, based on models that have been positively evaluated in pilot testing’, and
involving people living with dementia.

4. Expanded legal and advocacy services integrated within healthcare systems.

5. Focused research on supported decision-making in young onset dementia, non-
Alzheimer’s dementia syndromes (e.g., frontotemporal dementia) and consumer
experiences of assessments of decision-making ability and supported decision-making.

6. Update to the Guardianship Act 1987 to:

o Require evidence that reasonable decision-making supports are offered before
guardianship is considered.

o Prioritise the person’s will and preferences over a ‘best interests’ approach and
require that those preferences be followed unless doing so creates serious risk of
harm.

o Clearer emphasis on capacity being decision-specific.
o A specific provision that confirms that a person should not be considered as
lacking capacity solely because they have a disability.

7. Consideration of innovative volunteer, navigator and/or professional roles to support
and, if necessary, make decisions, to ensure that public guardianship is truly a last resort
for people with impaired decision-making capacity.

These reforms would help ensure that people with young onset dementia in NSW can exercise
their rights, maintain autonomy for as long as possible, and avoid unnecessary or premature
guardianship.
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Executive Summary

This report examines legal issues and
their implications specific to young onset
dementia. The circumstances and needs
of people with young onset dementia,
and those who support them, are often
different from those of older people.

The report addresses several key questions:

1. What are the key legal issues relevant to young onset dementia,
considering a continuum that spans prevention, receiving a diagnosis,
living with dementia, and the end of life?

2. What are the legal problems and needs of people with young onset
dementia, their families and the service systems with which they
interact, with attention to the differences between onset of dementia
at younger and older ages?

3. What are the key legal gaps associated with young onset dementia
in: the law; government policy; access to legal services; and policing
and court processes?

4. What are the specific legal issues associated with the National
Disability Insurance Scheme (NDIS) and My Aged Care (MAC) system
in relation to young onset dementia, especially in light of the recent
legislative changes?

5. What services/advice streams currently exist to assist individuals and
organisations deal with legal issues arising from young onset dementia?

6. What reforms are needed and what are priority areas for research
to provide evidence to guide reform recommendations?

Executive Summary
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Note on Language Use

This report follows Dementia Australia’s guidelines and research-based
recommendations to ensure that language used in relation to dementia is
respectful, accurate and inclusive. Terms such as 'dementia sufferer’' and
‘carer burden’ are intentionally avoided, as they can reinforce negative
stereotypes and diminish the dignity of individuals living with dementia.
We recognise that language evolves and that the perspectives of those
with living experience are essential in shaping how we communicate
about young onset dementia.

Executive Summary
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Introduction

An estimated 30,000 people in Australia live with young onset dementia,
which refers to any type of dementia where symptom onset occurs before
the age 65 years.! Current estimates, however, rely on data that are out
of date, out of context, or self-reported and may therefore under-estimate
the actual number of people affected.! The prevalence of young onset
dementia is increasing for a range of reasons, including improved
awareness and diagnosis, lifestyle and environmental factors. 23

The Australian Institute of Health and Welfare (AIHW) notes:

The needs and care requirements of people with younger
onset dementia, their families and informal carers are often
different from those of older people. A diagnosis may occur

at an age when the demands of family and work are at a peak,
placing a severe strain on family and carer dynamics and
finances. People with younger onset dementia often retain
good physical health, which can affect the appropriateness
of dementia services that are targeted at older people.!

It is a policy priority to avoid placement in care environments that do not
meet the needs of people with young onset dementia, including diversion
from aged care facilities. The AIHW reports that 41% of people with young
onset dementia are from culturally and linguistically diverse backgrounds,
around half of whom were born in a non-English speaking country. This
highlights the need for culturally appropriate services in the community,
in supported accommodation, and for family and carers.

International studies have noted the significant differences in the profiles
and needs of those with young onset dementia compared to late onset
dementia.®

Introduction
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Research Approach

In preparing this report, we conducted:

1. Detailed literature review
A national and international review of the academic and grey
literature on legal issues arising in the context of young onset
dementia. This review included academic publications, government
reports, and practice-based resources relevant to legal needs,
capacity and rights protections. The findings from this review formed
the basis of our initial identification and analysis of legal issues.

2. Qualitative interviews
To supplement and ground this review in living experience, we also
undertook qualitative research to better understand how legal issues
manifest and impact in practice, including seven in-depth interviews
with people who have living experience of young onset dementia,
family members, and clinical and service professionals.

3. National roundtable
We also conducted a multi-participant roundtable with frontline
support coordinators, service providers and clinicians. Insights from
stakeholders are highlighted in the report.

A full thematic summary of the interviews and roundtable discussion is
attached at Appendix A.

De-identified quotations from interviews and the stakeholder roundtable
are included throughout this report to illustrate key issues and living
experiences. Where necessary, minor edits have been made to improve
clarity of spoken English quotations, preserving the speaker’s original
meaning, language and tone. This research was approved by the UTS
Human Research Ethics Committee (ETH24-10212).

The consultations highlighted the complexity of navigating fragmented
systems, the relational nature of decision-making, and the ways in which
legal rights may be misunderstood, ignored, or overridden in practice.

Several participants expressed that their experiences did not reflect the
formal legal protections theoretically available to them, especially in
areas such as capacity assessments, access to the National Disability
Insurance Scheme (NDIS), and the exercise of legal authority by
appointed representatives or public institutions.

Insights from both the literature and qualitative data have informed this
report, helping to identify formal legal gaps and deficiencies in
implementation.

In particular, they underscore that legal supports must be responsive not
just to statutory frameworks or legal rules, but to the real-world contexts
in which people with young onset dementia live, seek support and
guidance, and make decisions.

Research Approach
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Legal Issues — An Overview

Legal issues, needs and barriers are under-researched in the context of
dementia, including for people with younger age of onset.®

Age-appropriate services for younger people living with dementia should
include specific support for their legal issues, however ‘such services
appear scarce and highly under-researched.”

When considering reforms, it is important to differentiate between

the written law ('law on the books") and its practical application.

For instance, the written law, such as a particular Act, might clearly
outline rules designed to promote and protect the rights of individuals
with dementia or other cognitive disabilities. However, actual knowledge,
attitudes, behaviours, and practices in the real world may not align with
these legal requirements. In other situations, laws themselves might be
outdated or otherwise fail to address the circumstances of people with
dementia and their support networks. For example, the New South Wales
Guardianship Act 1987 is over 30 years old and calls for substitute
decisions based on potentially paternalistic judgements of a person’s
'best interests’ rather than on the 'will and preferences’ of a person

living with a capacity-affecting condition.

Legislative reform by governments must always be accompanied

by appropriate implementation strategies to ensure that people and
organisations affected by and subject to the written laws are aware
of their rights and duties and act accordingly.

Legal Issues — An Overview



Legal issues along a continuum

The key legal issues and fields of law relevant to young
onset dementia can be considered along a continuum,
spanning prevention of dementia through to the end of
life. Understanding when and how legal issues arise is
vital for providing appropriate support for people living
with young onset dementia, their carers and families.

Prevention Symptomatic Post diagnosis
eg, role of law in but pre-diagnosis and experiencing
preventing exposure eg, behaviour changes changing capacity
to modifiable risk eg, right to supports
factors for dementia for decision-making
Pre-symptomatic Point of diagnosis End of life period
eg, early screening eg, referral for eg, voluntary assisted dying
for dementia/risk legal advice

factor testing

1 Prevention 2 Pre-symptomatic
Dementia prevention engages the field of public In the pre-symptomatic phase, legal issues primarily
health law. All levels of government enact and revolve around early screening for dementia and risk
enforce laws that aim to prevent exposure to risk factor testing. Ethical and legal concerns arise
factors for illness and injury and create conditions regarding the consent and privacy of individuals
that promote health.? In the context of dementia, undergoing such tests. Discrimination in insurance
legal rules and standards can address modifiable and access to services is another critical issue,
risk factors for dementia and create conditions that where individuals may face unfair treatment based
enable healthy lifestyles and behaviours. The field on their risk factors.

of sports law is relevant. Concussion and chronic
traumatic encephalopathy (CTE) in sports raise
concerns about repeated head injuries as arisk
factor for dementia.

3 Symptomatic but pre-diagnosis 4 Point of diagnosis
During this phase, symptoms of young onset dementia At the point of diagnosis, advance legal planning is
may involve cognitive impairment, changes in an important need. Practice guidelines recommend
behaviour and personality. Aggressive or disinhibited referring individuals for legal advice on matters such
behaviours may be perceived as criminal offences, as appointing enduring representatives and making
leading to contact with law enforcement personnel or updating a will. Disclosure of the diagnosis and
and the criminal legal system. Police and other first accessing entitlements and supports may raise legal
responders need training and resources to identify issues in the context of employment, insurance and
and respond appropriately to ensure people with superannuation. Driving is another significant legal
potential dementia receive appropriate care and issue. Health conditions that affect fitness to drive
support. Behaviours that are symptoms of iliness are subject to reporting to licensing authorities.
should not be criminalised. Loss of a driver’s license can significantly impact

an individual’s independence and mobility.

Issues Paper Legal Issues — An Overview 9



5 Post-diagnosis
Post-diagnosis, health law issues are paramount,
including consent to treatment and decision-making
for care. Employment law issues may arise for
individuals who need to adjust their work
arrangements or cease employment. Family law
issues may arise due to relationship breakdown.
Legal entitlements to a range of services and
supports must be navigated. Changing capacity
necessitates supported and substitute decision-
making arrangements. As symptoms progress, entry
into a permanent residential service may be needed.
Individuals have rights to safe and quality care;
particular legal concerns may arise in relation to use
of restrictive practices in institutional care settings.

Issues Paper Legal Issues — An Overview

6 End-of-life
Advance legal planning enables people to exercise
some degree of choice and control over their end
of life care, such as through making advance care
directives. Legal questions may arise in regard to
eligibility to access voluntary assisted dying.
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Core Legal Concepts
— Human Rights and Capacity

Human rights and capacity:
two core and interrelated
concepts in law and dementia.

Human Rights

Australia is a signatory to the Convention on the Rights of Persons
with Disabilities (CRPD). This international legal instrument sets out
the fundamental human rights of people with disability. Of particular
relevance to people living with dementia, the CRPD sets out rights in
relation to:

e participation in decision-making

e equal recognition before the law

e non-discrimination

e living independently and being included in the community
e health and care

e liberty and security

e respect for privacy, and

e freedom from exploitation, violence and abuse.®

Laws, legal frameworks and their implementation, and policy of
governments and their agencies, in Australia should promote and
protect these fundamental human rights.

Capacity

Capacity refers to the ability to understand and make decisions
(decision-making capacity). In legal contexts, capacity is relevant to
an individual’s ability to understand and engage in legal matters, such
as making decisions about their rights and obligations, making legal
documents and participating in legal processes. Capacity is important
for any legally binding decision a person makes — such as consenting to
medical treatment, making a will, entering into contracts (for example,
signing a residential lease or buying a car), and consenting to sex,

and impacts many of the issues dealt with elsewhere in this paper.

Legal presumption of capacity

It is presumed in law that an adult has capacity to make decisions
and manage their affairs, unless there is evidence to the contrary.!®

A diagnosis of dementia, on its own, should not lead to a presumption
of lack of capacity.

Core Legal Concepts — Human Rights and Capacity 1
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Cognitive disability, human rights and
decision making

The CRPD recognises that individuals with cognitive disability should not
be deprived unnecessarily of their decision-making rights. They should be
supported to retain their capacity to make decisions, or to retain a level
of involvement with the decisions that affect their lives, to the greatest
extent possible. These principles have been incorporated into Australian
law and practice in many contexts including in mental health acts and
guardianship acts where supported decision making is now a recognised
principle."v‘zv‘&“‘

Supported decision making assists individuals with cognitive impairment
to exercise their rights to autonomy, dignity and inclusion in decision-
making processes, and aims to ensure that decisions affecting the person
align with their “will and preferences” even when the person is no longer
able to make legally binding decisions for him or herself.!®

Determining capacity to make decisions

In Australian law, determining decision-making capacity is based on legal
principles set out in various statutes and authoritative court decisions.'®

Capacity is decision-specific, which means that capacity must be
considered in relation to a specific decision. Decisions vary in complexity
and the seriousness of the implications for the person. Other factors can
influence capacity. For example, a person may be better able to make
decisions at certain times of the day, or under certain conditions, such
as in a calm and quiet environment, and with appropriate supports.

Capacity is functional, which means that determining whether a person
has capacity is based on what the person can do, not whether they have
a particular diagnosis. A person with dementia is still presumed to have
decision-making capacity unless there is evidence of impaired functional
skills. Functional skills include:

1. Understanding—The person must be able to comprehend the
information relevant to the specific decision. This includes
understanding the nature, purpose and consequences of the
decision, as well as available alternatives and their implications.

2. Ability to use and weigh information—The person must be able
to use and weigh the information as part of the reasoning process.
This involves evaluating the benefits and risks of various options
and making a reasoned choice.

3. Retention—The person must be able to retain information long
enough to weigh it up and make a decision. While perfect recall is not
necessary, the person must be able to retain the information sufficiently
well to participate meaningfully in the decision-making process.

4. Communication—The person must be able to communicate their
wishes by some means, with support if necessary.

When a person’s capacity to make a decision is in doubt, an assessment
by a suitably qualified health practitioner can be helpful. If there is a
dispute about a person’s capacity, a formal determination may be
required by application to arelevant court or tribunal.

Core Legal Concepts — Human Rights and Capacity
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Issues

The legal principles regarding capacity are generally well-defined.
However, there are variations in statutory language across jurisdictions,
and older laws still reference ‘best interests’ decisions rather than those
based on the ‘will and preferences’ of a person. Additionally, supported
decision-making has not yet been consistently integrated into all
relevant legislation.

Numerous practical issues arise in relation to capacity and dementia,
which can lead to discrimination and the denial of rights for people
with dementia:

o Assumptions about Dementia and Capacity: There is a common
misconception that a diagnosis of dementia automatically implies
alack of capacity. Conversely, people with young onset dementia
may experience negative impacts from assumptions by others that
they have capacity simply because they are considered 'too young'
to have dementia.®

e Binary Perception of Capacity: Capacity is often viewed as an
‘all or nothing’ concept.”

e Deficiencies in Capacity Assessments: There are significant
shortcomings in how capacity assessments are conducted by both
health and legal professionals. Referrals for capacity assessments can
be overused or misused, such as using them to challenge decisions
made by individuals with dementia that are perceived as unwise or
risky. For instance, a study in a hospital setting found that over half
of the referrals for capacity assessments were unnecessary, as the
patient either clearly had or did not have capacity.®

¢ Inadequate Support and Resources: There is insufficient awareness
about the issues around capacity. There are inadequate resources,
including time and practical guidance, to support decision-making
of people living with dementia, especially for decisions with legal
implications, or that hold a degree of risk. This includes recognition
and time for supported decision making and understanding the will
and preference of people who require decision support.*®

There is limited research that specifically examines capacity issues
(eg, assessment of capacity, supporting capacity) for people with
young onset dementia.2® Available research has mainly involved people
with dementia aged over 65, and there is a general lack of research

on consumer experiences with capacity assessments.?!

[y Insights from Stakeholders
— Capacity and decision-making

A consistent theme was that people, including workers in health,
disability and other service systems, too often underestimate or ignore
the decision-making abilities of individuals with dementia. The negative
consequence is a premature defaulting to substitute decision-makers.

Core Legal Concepts — Human Rights and Capacity
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Participants described scenarios where individuals were excluded

from conversations, not because they lacked capacity, but because
they were not given the time, support or respect needed to participate
meaningfully. Formal assessments were sometimes conducted in rushed
or unfamiliar settings, without accommodations or preparation.

@® It just feels quite unfair to expect a person with a cognitive
condition to just rock up to a capacity assessment without any
opportunity to prepare. These are high-stakes evaluations, and
they’re often done cold.

— Allied health practitioner

@® Health professionals quickly revert to ‘call the EPOA’ enduring
power of attorney - even when people can still participate. There’s
not even a conversation about whether support might help.

— Service provider

Stakeholders also reflected on the real-world challenges of supporting
decision-making for people with young onset dementia. Participants
described capacity as being relational, dynamic and highly context-
dependent. Families and professionals often face difficult ethical
judgments about when to step in and how to weigh a person’s apparent
present preferences, against broader life goals, practicality and safety.

®®  You want to respect their choices - but what do you do when the
decision is clearly unsafe, and they don’t understand why it’s risky?

— Carer

PP There’s a huge disconnect between what the law says about
capacity and what happens in real life. I'm meant to let him
[husband] make his own decisions - but I'm also responsible
if things go wrong. No one helps you walk that line.

— Service provider

P® 1know you keep talking about me or people with younger onset
dementia, but you’ve got to push the support towards sometimes
the care partner. Because they need the help to help me, does that
make sense?

— Person living with dementia

These insights reinforce that supported decision-making requires
more attention and adequate time in health care and other settings,
and benefits from a relational understanding between the person with
dementia and their supporter. Supporters also require assistance with
the challenges that come with these roles, including tensions between
promoting autonomy as far as possible, while ensuring safety and
family harmony.

Core Legal Concepts — Human Rights and Capacity
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Legal Issues

The law enables adults to plan for future periods of impaired capacity and the
end of life. The process of advance planning may include:

e Estate planning, including making a will to distribute assets upon death.

e The appointment of enduring representatives who have legal power to
make decisions for a person during periods of incapacity. This includes
a financial enduring power of attorney for money and property decisions
and an enduring decision-maker for health-related matters (known by
different legal terms, such as an enduring guardian or a medical treatment
decision-maker).

e Making advance directives to express values and instructions, including
advance care directives to guide future decisions about health-related
matters and medical care.

Clinical practice guidelines emphasise the need for individuals diagnosed
with dementia to receive information and advice on legal planning as well as
other issues such as applying for formal supports (eg, NDIS) and eligibility to
maintain a driver’s licence.?2

Effective planning helps to protect people’s rights and interests in anticipation
of future changes in decision-making capacity.

Issues

Younger Australians are less likely than older people to be aware of and
have legal planning documents. Following a dementia diagnosis, younger
people report they are encouraged to make a will and appoint enduring
representatives, especially before capacity may be called into question.??
However, such guidance has been criticised as unduly focused on preparing
for the end of life, rather than preparing for life with dementia.242526

There are gaps in data on the uptake and quality of advance legal planning by
people with young onset dementia. Australian research indicates that a majority
of older people with dementia have made a will and enduring appointments,
but less than half report having an advance care directive (ACD).?’

Research shows flaws in public understanding of legal planning documents,
insufficient professional advice in preparing legal documents, deficiencies
in drafting of legal documents, and inadequate selection and preparation of
people appointed into enduring roles.?®

All of these factors put people with dementia at risk of future decisions that go
against their wishes and interests. For example, research into the abuse of older
people indicates that financial enduring power of attorney appointments are
implicated in an estimated 50 to 85 percent of cases of financial abuse.® People
appointed as enduring medical decision-makers for a person with dementia can
experience distress in the role and inconsistent preferences for end of life care
may exist between people with dementia and their family members.2°

There are gaps in practical resources that aim to educate enduring
representatives about their legal role and responsibilities.?® Website
resources on advance planning topics should include plain-language
information on legal frameworks.3°
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Some people with young onset dementia are at risk of being ‘unrepresented.’
This refers to a person who does not have an appropriate substitute decision-
maker, nor a relevant advance directive to guide decisions, during periods of
incapacity.®"32 Representation for dealings with government agencies is also a
concern for people who lack nominees for Centrelink and the NDIS. More
attention is needed to address the needs of people with dementia who do not
have the support of close and trusted family and friends, especially as the
proportion of people ageing solo increases.3?

[ Insights from Stakeholders
— Advance legal planning

Stakeholders described advance legal planning as both essential and often poorly
supported. While clinical guidelines recommend early legal advice post-diagnosis,
participants reported that advice was frequently vague, delayed, or narrowly
focused on preparing for death (rather than planning for continued autonomy
and life with dementia) or simply not provided. This is despite evidence that life
expectancy after diagnosis of young onset dementia averages around 10 years.3*

Health practitioners may be reluctant to raise the topic of advance planning

for arange of reasons including a lack of knowledge of the law and processes.
Families report being una