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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



Issues Paper

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 Current estimates, however, rely on data that are out
of date, out of context, or self-reported and may therefore under-estimate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

14
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Advance personal

planning
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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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Legal Issues

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 unaware of the importance of appointing enduring
representatives (e.g. financial enduring power of attorney, enduring guardian)
until an urgent problem occurs. There may be confusion about who has authority
to make decisions, especially when legal documents are not in place. Families
also raised concerns about enduring legal documents not being recognised
across jurisdictions.

P People suddenly discover they’ve got to get their affairs in order
and don’t really know how to do that.

— Carer

@® It would have been helpful if we were told about enduring
guardianship early on, before things started to unravel.
By the time we were in crisis, it was already too late.

— Carer

#® A woman in my support group moved her husband to WA, and
they wouldn’t accept her POA. She had to go through guardianship
and lost financial control. I asked the lawyer [if our NSW documents
would be enforceable in Queensland]—he had to look it up.
The geriatrician didn’t know either.

— Carer

These insights highlight the need for clear, well-supported, and a nationally
consistent approach to legal planning—not just as a technical step, but as a
safeguard for the rights and autonomy of people with dementia and those
supporting them. Stakeholders called for plain-language resources,
professional education, and national consistency in the recognition of
enduring legal documents.28 3%
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Legal Issues

People with young onset dementia, their carers and families must navigate the
disability system, and sometimes the aged care system, as well as the health
and medical care system. Services are often fragmented, with alack of clarity
about responsibilities and assumptions about care being provided through
another service.®® Needs are not identified and addressed in a holistic
manner.3” For example, people with young onset dementia express preferences
for rehabilitation/reablement services to maintain function, however this is
rarely offered, funded or accessible.38

There are several barriers to accessing best practice care under the NDIS for
people with young onset dementia.3® These include:

e difficulties in meeting access eligibility criteria due to assessors’ lack of
knowledge or insufficient recognition of disability

e difficulties getting adequate funding because plans do not allow for
changing disability needs over the disease course

These barriers are often incompatible with the progressive nature of young
onset dementia and contribute to younger people with dementia being subject
to avoidable admission to hospital and remaining there for long periods.

The Royal Commission into Aged Care Quality and Safety called for no younger
people in residential aged care (Recommendation 74). Implementation of this
recommendation has involved multiple agencies, including the Department of
Health and Aged Care, the Department of Social Services, National Disability
Insurance Agency (NDIA) and the Australian Institute of Health and Welfare
(AIHW).%° The NDIA now has a dedicated team specifically responsible for
ensuring that participants under 65 do not become homeless and ensure
access to permanent residential aged care in such circumstances.

Issues

Legal issues arise in relation to eligibility for, access to and problems with
services, including home supports, respite residential care and permanent
residential care. Proposed changes to the NDIS must consider eligibility
criteria, objectives and management plans tailored to the unique requirements
of people with progressive conditions such as young onset dementia.

Those younger people still living in residential aged care facilities report
needs for increased independent advocacy and supported decision-making
to navigate complex service systems and exercise a right to choice of
housing.# Service gaps contribute to people with young onset dementia
‘bouncing’ between supported independent living settings, hospitals and
psychiatry services.3¢

People sometimes are faced with recommendations from providers or other
advisers to move into aged care after the age of 65. This can be for arange
of reasons, the main one being a need for ongoing nursing services, The NDIS
legislation has a section (s29(1)(b)) that provides that if an NDIS participant
enters permanent residential aged care after the age of 65 for the first time,
they automatically lose their NDIS eligibility. This carries risks for care and
support as the NDIS funds a greater range and quantity of support than aged
care. Because aged care is a means tested system, a move into residential
aged care means the person is subject to assets testing and a fee regime.
Specialist advice is required regarding the legal and financial implications

of moving into aged care.

17
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Legal Issues

[ Insights from Stakeholders
— Navigating the NDIS and fragmented systems

Stakeholders described the NDIS as a structurally misaligned system for people
with young onset dementia.

Although dementia is recognised under the NDIS Act as a disability, the system
is designed around fixed impairments and static planning frameworks—not the
progressive, at times unpredictable, nature of neurodegenerative disease.

Families frequently had to self-fund functional assessments by allied

health professionals in order to demonstrate eligibility. Once accepted,

the 12-month planning cycle failed to accommodate symptom progression.
Outcomes were inconsistent, often depending more on the planner assigned
than on assessed need.

@® It so much comes down to which planner you get. There’s no
consistent outcome or understanding.
— Allied health practitioner

Several participants described the need for a system “quarterback”—
a knowledgeable advocate to help families understand their options,
coordinate services, and make timely decisions.

@® Once you've had that initial diagnosis, you really need a quarterback—
someone who can sit down with you and say: Here’s what happens
next. Otherwise, people just get lost in the system.

— Carer

People with dementia and carers also described the burden of repeatedly
proving impairment to different planners who did not understand how
dementia presents.

P The planner was shocked by how articulate I was and said I didn’t
sound like I had dementia.

— Person living with dementia

P By the time they reach NDIS, families are already exhausted. And
then they have to fight to get in.

— Service provider

Some described a deeper conceptual mismatch: while the NDIS philosophy is
built around “choice and control,” many people with dementia are navigating
progressive changes in insight and capacity, and families were often asked to
step back in ways that felt legally and ethically unsafe, and without any
guidance or support.

18
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Legal Issues

@®  Families are put in impossible positions—they have to both prove
how impaired the person is, and then step back and let them make
the decisions.

— Service provider

Participants called for a dedicated young onset dementia pathway within the
NDIS, along with more flexible planning models, specialist navigation hubs, and
better training for planners and health professionals.

Human rights issues

RESTRICTIVE PRACTICES

Human rights issues arise for younger people with dementia in a range of
settings including their own homes and residential care facilities. Restrictive
practices are a persistent concern, including:

e Chemical Restraint: This involves using medication to control a person's
behaviour or restrict their movement, where the primary purpose is not
to treat a medical condition. Examples include using sedatives or
antipsychotics to manage agitation or wandering.

e Environmental Restraint: This restricts a person'’s access to their
surroundings, including items and activities, to influence their behaviour.
Examples can include locking doors (including doors requiring codes),
removing access to mobility aids, or limiting access to certain rooms
or outdoor areas.

e Mechanical Restraint: This involves using devices to restrict a person'’s
movement. Examples include bed rails (when used to prevent getting
out of bed rather than for positioning), lap belts on wheelchairs, or
restrictive clothing.

e Physical Restraint: This involves using physical force to prevent, restrict,
or subdue a person’s movement. Examples include holding someone down,
physically blocking their path, or forcibly guiding them.

e Seclusion: This involves the confinement of a person in aroom or physical
space from which they are prevented from leaving voluntarily, especially
when they are in the room alone.

Australian research shows chemical restraint is common in both residential
NDIS“%43 and aged care facilities to manage behavioural expressions of
need, which may be labelled as ‘wandering’ or ‘non-compliance’.#445 Use of
antipsychotic medication increases substantially for people in the six months
after entry into residential aged care. These drugs can be a form of unlawful
chemical restraint, a key issue raised in the Aged Care Royal Commission.

Recommendations from the Royal Commission instigated increased regulatory
requirements for aged care providers to obtain informed consent to administer
restraints.*® The Aged Care Act 2024 provides restrictive practices may

only be used as a ‘last resort to prevent harm’ after attempting alternative
strategies and obtaining informed consent (with further regulation to be
prescribed under rules).*

More research is needed on prescribing practices around psychotropics
specific to those with young onset dementia, although international rates
of prescription are very high.484°
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Legal and clinical pathways must be strengthened to avoid the use of restraints
as a ‘first resort’ for responding to the behavioural and emotional expressions
of need among younger people with dementia in residential care. An additional
concern is that prescribed psychotropics®® may be classed as ‘treatment’

(eg, for depression, pain or management of psychotic symptoms) rather

than identified as chemical restraint, which have different requirements for
consent. It also raises ambiguity about the extent and reporting of chemical
restraint in residential care settings.

SURVEILLANCE

Surveillance technology in care settings may help to deter and detect
occurrences of violence, abuse and neglect. For example, South Australia
piloted a trial of CCTV in residential aged care facilities, which involved
‘trade-offs between privacy/dignity and functionality’.5' An evaluation of this
trial also found in-principle agreement to the use of Al surveillance systems.

However, practical and ethical tensions arise in relation to surveillance
technology, such as the extent to which it empowers or disempowers people
with dementia and carers, its practical effects in improving safety, and its
potential to displace in-person contact and care.5?

There are no dementia representative organisations in Australia that endorse
blanket use of surveillance, as it raises issues of consent, privacy, as well as
restrictive practice.53,54,55 Literature suggests public support for CCTV in public
spaces in residential care facilities (aligned to the public perception that
surveillance reduces crime, which may not be accurate). However, automated
systems should not be a substitute for sufficient staffing and should only be
used consistent with a social licence to improve care and must be monitored
in real time.5¢

Use of unobtrusive monitoring technology in home settings can support
independence to live at home with real-time information about sleeping,
eating and other activities. Such data collection may enable prevention and
early intervention for health risks. However, such monitoring could easily
overreach and become intrusive ‘big brother’ style surveillance.5” A wide
range of social, ethical and regulatory implications are raised by intelligent
assistive technology for dementia — including ethics, informed consent,
identity, privacy and security, and appropriate regulation.58

Emerging concerns have also been raised about technologies that enable
remote tracking, data collection, and environmental control in the homes of
people with young onset dementia. These may include GPS-enabled wearables,
apps that share live location or behavioural data, and smart-home systems
that allow a third party to remotely lock doors or control appliances.5® While
often marketed as assistive or protective®®, these systems raise complex legal
and ethical issues—particularly where the person’s capacity is declining or
previously given consent is no longer valid. In such cases, what begins as
voluntary support may drift into de facto detention or surveillance without
review or safeguards.

Current regulatory frameworks have not yet clarified when and how these
technologies constitute restrictive practices under disability or aged care
law, or how substitute consent should be governed over time.

This is a particularly urgent issue for people with young onset dementia
who may be highly independent at the outset of their condition but become
vulnerable to coercion, overreach or loss of autonomy as their condition
progresses. Specific legal guidance is needed to ensure such technologies
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are used transparently, with meaningful safeguards, and in a way that
preserves dignity and rights.

More work is needed to understand the particular views and preferences
of people with young onset dementia in relation to surveillance and other
technology.

Principles on human-computer interaction (HCI) and design acknowledge
that it is essential to be sensitive to the differences in needs and experiences
of younger and older persons with dementia:

These younger individuals living with dementia are independent, often
still working, engaged with life, live with less severe cognitive decline and
are very capable of providing informed consent on their own behalf. They
are actively involved with their health decisions, reflective about their
situation, and tech savvy.®

SEXUAL EXPRESSION

Sexuality needs are often neglected in people with young onset dementia,
especially when they are in residential care, despite people’s wishes to
maintain a spousal sexual relationship or otherwise engage in sexual activity.5?

A range of issues relating to sex and sexual intimacy have been identified for

people with young onset dementia and their partners including shifts in roles
and responsibilities, declines in relationship quality, changes in identity, and

self-esteem, increasing social isolation and loneliness, shifts in intimacy, and
changes in sexual activity.3

A national survey of residential aged care facilities in Australia found that ‘most
residential aged care staff do not have access to policies on sexuality or sexual
health to guide them in their practice.®* Sexual assault and other sexually abusive
behaviours are also serious problems in residential aged care settings.®®
Legally mandated reports are required in accordance with the Serious Incident
Response Scheme.®¢

People with dementia face restrictions on their rights to sexual expression and
intimacy, particularly due to uncertainties about affirmative consent laws and
how to support decision-making in relation to sexual activity.®” Some guidance
exists on how to assess capacity for sexual consent by a person with dementia.®®

The only reference by the NDIA or the NDIS Quality and Safeguards Commission
to NDIS participants and sexuality is in the Commission's NDIS Practice
Standard for providers:

e Each participant’s autonomy is respected, including their right to
intimacy and sexual expression.®®

Advance sexual directives have been proposed as a way for people to document
preferences in relation to sexual expression and activity during future periods
of reduced capacity.” The legal effect and implications of such directives
requires further attention.

Individuals with young onset dementia who are living at home, physically
active and socially engaged, may use dating apps or online platforms to
initiate new relationships. Families and carers may express concern that the
person’s interest in romance or sex is impulsive, out-of-character, or places
them at risk of exploitation. This can lead to informal restrictions on digital
access or movement, without clear legal authority or frameworks for assessing
capacity, consent and risks.
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Disinhibition as a symptom of dementia may intensify emotional vulnerability
or reduce sexual judgement. At the same time, many individuals retain
awareness of their needs and the desire for companionship. The absence

of clear protocols for supporting safe, consensual intimacy - both inside and
outside of long-term partnerships - places pressure on families and may lead
to overreach, coercion or unjustified restrictions. However, these issues need
to be balanced with considerations of risk, and consent should be central to
all interactions with others.

Legal guidance is urgently needed to clarify how capacity to consent should
be evaluated in all contexts - established relationships, informal situations and
digital contexts - and how families and support workers can uphold dignity
and autonomy while managing real risks. This includes clearer education on
supported decision-making, appropriate privacy boundaries, access to
individual advocacy, protocols for support workers and other paid staff on
how to report suspected abuse or exploitation, and legal remedies for
coercion, abuse or exploitation.

[ Insights from Stakeholders
— Human rights in care

Stakeholders reflected on the legal and ethical tensions surrounding restrictive
practices and surveillance in both residential and community-based care for
people with young onset dementia. While legislative reforms have sought to limit
the use of restrictive practices (including restraint), participants described
unintended consequences—such as delays in necessary treatment or confusion
over whether or not a proposed intervention supports autonomy, or is restrictive'.

@® When someone is terrified—hiding under their bed, unable to eat
and drink because of their high levels of anxiety... in these extreme
states it’s difficult to say, let’s distract with doing some painting and
going for a walk. Sometimes these strategies don’t work... To leave
someone in that level of distress without medical support is not just
cruel—it’s inhumane... The protective barriers that are now in place
for chemical restraint are so strong that none of these decisions are
taken lightly. But they must be made with the health professionals
who understand the context. But the public guardian will absolutely
say no on all accounts even if it’s to support improved quality of
life, so they’re able to live their life. I think we’ve just probably
gone too far one way.

— Service provider

In community-based settings, stakeholders described problems in how basic
safety technology—such as sensor mats or overnight alerts—are classified.
Restrictions on funding for active overnight care placed some individuals at
risk, or meant that because of night-time activity, they might be forced to
leave supported independent living (SIL) and move to aged care once they turn
65. One service provider suggested that sensor mats could help overcome this
problem so the person could stay living in their SIL home.
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@@ There’s a real minefield around surveillance in community settings.
Something as basic as a sensor mat beside a bed—used to alert a
carer if someone’s getting up at night—might be classed as a
restrictive practice. I've had different answers from the NDIS:
sometimes yes, sometimes no. That makes it really hard to
recommend what people need. Families want to keep their loved
ones safe and out of aged care, but SIL providers worry about
being seen to monitor people inappropriately We're trying to
minimise restrictive practices, but the system won’t fund the
support people need to live independently. It’s a real challenge.

— Allied health practitioner

Younger people with dementia may be highly independent and aware—and
can experience surveillance and restriction not just as safety measures, but

as unwanted infringements on their dignity and autonomy. But these insights
highlight the need for restrictions that are ostensibly designed to safeguard
autonomy, to take into account person-centred planning and informed clinical
judgement, so that autonomy and quality of life are preserved in reality, and
not paradoxically restricted.

Medical and
health law
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The law plays an important role in structuring and regulating the relationship
between health professionals and their patients:

e thelegal duty of care of professionals to provide reasonably competent
care in accordance with current standards of practice

e therights associated with consent to treatment, and
e privacy and confidentiality in relation to collection, use and sharing of

personal information.

Legal issues arise along the trajectory from seeking a diagnosis, to
post-diagnosis care and support, and to palliative and end-of-life care.

Issues

BARRIERS TO DIAGNOSIS

People with young onset dementia experience barriers to timely and accurate
diagnosis. These barriers are accentuated for some groups of people™:

¢ living in regional/remote areas™

e initially diagnosed with a psychiatric condition™

e from marginalised socio-economic and cultural backgrounds™

e First Nations people.™

This is despite evidence of increased risk of young onset dementia in these
groups75'76v77'78.

Pathways to diagnosis for young onset dementias often involve higher
economic costs and emotional consequences due to unnecessary service
contacts, waiting times and distress.”™ These factors may contribute to some
people not obtaining a formal diagnosis, with negative legal repercussions,
such as delayed legal planning, discriminatory responses to misunderstood
symptoms, and barriers to legally available supports.
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DIAGNOSIS DISCLOSURE

The legal duty of care generally requires disclosure of the diagnosis directly

to the patient. Some people may express a preference not to know a dementia
diagnosis, either for themselves or arelative, for reasons including fear of
negative mental health consequences and religious and cultural values.&° Such
issues can be addressed through pre-diagnosis counselling and integrating
family members, where appropriate, in preparation for a diagnosis. Studies on
the disclosure of a dementia diagnosis show that correct terminology is not
always used based on uncertainty of diagnosis as well attempts to minimise
distress, avoid negative connotations and use culturally appropriate language.
7%81,82 Heqglth practitioners and family/carers can dominate conversations,
even in early stages of dementia, which undermines the individual’s rights to
participate in their own care and decision-making.

INFORMATION PROVISION

Diagnosis consultations should balance the amount of information provided,
pacing it over several appointments to avoid overwhelming patients.83 An
Australian study with carers of people with dementia found that, at the time
of diagnosis, carers prefer information about dementia-specific services and
supports; information about legal and financial matters was preferred later.84
Essential first topics to cover include: information about the diagnosis,
treatment, some key first steps, and a nominated point of contact. People
with a diagnosis who are in the workforce will need information around

their employment rights, and may need to be signposted to government or
financial advisory services for advice on income support options.838586.87

RECORDING CONSULTATIONS

People may wish to record their consultations with health practitioners

to assist with their recall of information and to share with family and care
partners.8 Studies suggest that there are specific benefits of recording
information at the point of diagnosis for cancer patients® and patients from
CALD backgrounds.®°

While recordings may be helpful in the context of receiving a diagnosis of
young onset dementia and follow-up care, there are important privacy issues
to consider. Legal rules governing consent to recording vary by jurisdiction.®

SUPPORTED AND SUBSTITUTE DECISION-MAKING AND ONGOING CARE

Health practitioners have identified challenges in adequately supporting
people with young onset dementia. Concerns include:

e greater complexity of young onset dementia compared to older persons
with dementia (e.g., impacts on driving, employment, parenting)

e concerns by staff of older adult dementia services about their
competency/lack of specialist training in young onset dementia, and

e systemicinadequacies in healthcare that are specific to people with
young onset dementia.®?

Health professionals also need training and resources to support people with
dementia to make their own care and treatment decisions.®® In circumstances
where the individual is unable to make specific medical decisions, in all but
emergency situations, professionals will need to engage with an appropriate,
legally authorised, decision-maker, such as an enduring representative
previously appointed by the person.
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GUARDIANSHIP

In the absence of a personal representative for the patient, an application to
a tribunal may be required. A high volume of guardianship applications across
Australia are dementia-related. Staff and members of guardianship tribunals
need more training on dementia and proceedings need to be inclusive and
accessible for people living with dementia.®4 9%

Available data on guardianship decisions do not differentiate by age to
compare applications and outcomes for people with dementia at younger
versus older ages. A review of a sample of tribunal decisions from NSW and
QLD regarding guardianship of people with young onset dementia reveal key
tensions and concerns:

o disagreement between family members/care partners
e people with no family or care partners

e safeguarding concerns about care services

e consent and management of restrictive practices, and

e complexities of dementia alongside another disability or condition,
such as Down Syndrome or substance abuse.

These decisions also show that hospital discharge planning is a critical

point in the pathway for care of people with young onset dementia. Research
in the geriatric care context shows extended hospital stays for older people
awaiting guardianship hearings, gaps in clinicians’ understanding of capacity
assessments and guardianship, a need for more attention to supported
decision-making, and disparities between patient preferences and
guardianship outcomes.®% °” More research is needed to understand

these issues for people with young onset dementia.

State guardianship is a common outcome for people who do not have close
family or friends available or willing to be appointed as a decision-maker.
State guardians have large caseloads and, without the time and resources
to get to know their clients, face challenges in making decisions that align
with individuals’ unique values, interests and preferences.%

Community guardian programs — such as in Western Australia (WA) and Victoria
— have sought to address this challenge. These programs involve committed
volunteers who are recruited and trained by the Office of the Public Advocate,
and then matched with adults who are subjects of a guardianship order to serve
as advocates and decision-makers.®® Although Victoria’s program is no longer
operational™®, WA’s program continues with a small number of volunteers. Such
programs deserve further attention and invigoration.

[ Insights from Stakeholders
— Guardianship and decision-making

Stakeholders raised serious concerns about the failures of guardianship
systems to deliver relational, responsive and rights-based decision-making
for people with young onset dementia. Participants described the system as
unresponsive, impersonal, and fundamentally disconnected from the people
it is meant to serve.
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@@ [feel very sad for people with younger onset dementia [who don’t
have support] because our communication and dealings with the
public guardian and trustee would be no less than appalling and
dissatisfactory on every single level... They don’t know the residents
at all. They never visit them. They have no contact with them.

— Service provider

Participants also described how family members appointed as enduring
representatives (e.g. EPOA, enduring guardian) were often overwhelmed by the

complexity of the role. Many accepted the responsibility without understanding

what it would require, or struggled with the ethical implications of intervening
when the person’s wishes seemed out of step with their current needs.

@®  We have so many people say, ‘Oh no, I'd never go against her
wishes... 'm not actually going to take over, you know, like, if that
was ever to become necessary.’ You get people accepting to
become an attorney, but having it in their own mind that they
wouldn’t actually want to have to make any decisions on behalf
of that person—even if that became required.

— Allied health practitioner

®® People have this all-or-nothing view... like, ‘I'm not willing to do all,
so instead I'm going to do nothing.” Whereas... providing a bit of
scaffolding around the situation would actually be preferable. But
how is somebody who’s never dealt with dementia, or managing
somebody else’s finances, or a complicated financial set-up—and
feels uncomfortable about this role they’ve taken on without
understanding it—how are they ever going to do that?
— Allied health practitioner

U% You want to respect their choices, of course you do. But when
you see them doing something that’s clearly going to cause harm,
what do you do? It’s just up to you to guess.

— Carer

@® Family members can also disagree among themselves about care,
which puts clinicians in a difficult position. These decisions involve
interdependent relationships between the person and their family,
which makes disagreements hard to navigate.

— Medical specialist

These insights reflect that substitute decision-making is not just a legal role,
but a deeply relational and often personally challenging one. Participants
called for better education, clearer legal frameworks and sensitive, personalise
support to help appointed decision-makers navigate the grey areas between
protection, respect and shared responsibility.

d
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PARTICIPATION IN RESEARCH

People living with dementia may be interested in taking part in research
studies. They value the opportunity to help advance knowledge on care and
supports, and may seek out clinical trials to access experimental treatments.
Some people may also wish to make arrangements to donate their brain or
other bodily tissues for research following their death. There are a number
of organisations who are keen to secure brain donations from those with and
without a diagnosis of young onset dementiq.10102,103,104,105,106,107 however,
according to a 2019 government review "...dementia brain banks in Australia
face significant operational challenges and a unique funding challenge”.1°8

Research has identified ethico-legal issues and barriers to research
participation for people with dementia'®®, but with greater focus on those
aged 65 and older.™°

Legol concerns centre on:

e consent, including the capacity of individuals with dementia to make
decisions in relation to research participation

e substitute decision-making by appropriate legally authorised
representatives, and

e legal oversight of research with participants who may be at greater
risk of exploitation or harm due to impaired capacity.

In Australia, participation in research by people with cognitive impairment

is governed by state and territorial laws that have varying definitions, rules
and processes', as well as the National Statement on Ethical Conduct in
Human Research (National Statement)'2. The most recent amendments to the
National Statement acknowledge historical barriers to research participation
and highlight the importance of inclusive research practices:

In the past, the design, review and conduct of research have directly
or indirectly caused people experiencing physical or mental ill-health
or disability to be disempowered or excluded from research due to
assumptions about their ability to make decisions or provide consent...
There is an ethical imperative to include people with physical or mental
ill-health or disability in research and to facilitate their independent
decision-making. (p.83)"

More attention is needed in regard to effective supports that enhance the
capacity of people living with dementia to make decisions about taking part
in research and continuing in studies over time as their condition progresses.
As part of future planning, people with dementia may document their wishes
and preferences for research participation in an advance research directive."®
Advance research directives are discussed in in the National Statement at
Guideline 4.5.6 (p. 84).m2

Australian researchers have developed a dementia-focused advance research
directive document, with input from people with experience of dementia and
interests in dementia research.® The directive and accompanying guidance
are available on the StepUp for Dementia Research website.'s

END-OF-LIFE CARE

A recent review found similarities in end-of-life care needs for younger and
older people with dementia in relation to palliation of physical and psychological
symptoms."® Improving early initiation of advance care planning was cited as
‘crucial’ for people with young onset dementia ‘given the more rapid progression
of disease affecting cognition and decision-making capacity’." See also
Advance Personal Planning section above.
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Voluntary assisted dying (VAD) laws are in effect in all Australian states and
will take effect in ACT in late 2025. Ironically, the Northern Territory - the first
Australian jurisdiction to pass VAD laws but which were subsequently disallowed
by the Commonwealth - will be the only jurisdiction without legal access to
VAD."" People seeking access to VAD must meet strict eligibility criteria. Most
importantly for people with dementia, laws across Australia require that people
seeking access to VAD have current capacity to consent to the procedure.

Advance directives cannot be used in Australia to give consent to future
euthanasia. Advance euthanasia directives (AED) are lawful in the Netherlands,
however are rarely acted upon due to doctors’ ethical concerns. A recent
consensus study in the Netherlands determined that:

expressions of a person with dementia should be considered throughout
the progression of decision-making disabilities. In such cases, a wish to live
should be prioritised over an AED. Although substitute decision-making is
not an option in case of euthanasia requests, both people around the person
with dementia as well as their AED can be supportive in the decision-making
process. Advance directives with formulations such as ‘if | have to admitted
to anursing home, then | want euthanasia’ are found to be infeasible."®

Research on voluntary assisted dying has predominantly focused on health
practitioners, including their knowledge of legal aspects.®2° The voices of
people with dementia must be a priority for future research.'?!

[ Insights from Stakeholders —
— End-of-life care and early planning

While views on VAD were not widely discussed in interviews, participants
strongly endorsed the importance of early planning for health decisions,
including end-of-life care.

Some people living with dementia felt that their appointed guardians should be
able to make decisions right up to VAD, while others noted the vulnerability of
people with dementia and felt that safeguards were important. Interviewees
generally emphasised the need to plan as much as possible while the person
retains capacity, and highlighted the emotional challenges for carers trying

to honour previously expressed wishes.

BF Wehad it [legal planning] in place quite early. And we probably
thought about it when [ had more capacity. Yeah. The more
capacity you have, the better decisions you make.

— Person living with dementia

@®  You want to do the right thing, but no one tells you what that
looks like. And it’s so hard to know if you're doing what they
would have wanted.

— Carer

These accounts reinforce the value of supported advance care planning—not
only for legal clarity, but to preserve dignity, reduce uncertainty, and strengthen
relational trust at the end of life.
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Symptoms of young onset dementia may include changes in behaviour and
personality, such as disinhibition, socially inappropriate behaviour, aggression,
and changes in judgement and reasoning.'?2 These behaviours can lead to
contact with police and the criminal legal system.'23

A developing body of research in Australia'?* and other countries - such as the
United States™®, Sweden'2% 127 and Japan'?® - investigates criminal offending in
dementia, linking executive dysfunction to the commission of impulsive violent or
anti-social acts. These behaviours are of particular concern in frontotemporal
dementia (FTD)™?, especially behavioural variant FTD (bvFTD). At least one-third
to over one-half of people with FTD exhibit behaviours that may raise allegations
of physical and verbal abuse, theft, hazardous driving and inappropriate sexual
conduct.’°,'3! People with FTD may also experience impairments in understanding
and using language and in expressing sympathy and empathy'322° which may
compromise effective communication when questioned about alleged offending.

It is increasingly recognised that the criminalisation of behavioural symptoms of
dementia is unjust. Accused persons with dementia who cannot be held legally
culpable due to brain pathology'? should be diverted from criminal punishment
and receive appropriate care and behavioural support.™

Domestic violence

Domestic violence concerns may arise both as the person with young

onset dementia as a victim or as an alleged perpetrator. Dementia-related
behaviours have also been investigated in the context of spousal and family
caregiving and risks of violence.™4 135 An Australian study that involved

71 families of people diagnosed with young onset dementia found that over
90% of family carers reported “difficult-to-manage” behaviours, including
aggression, disinhibition and inappropriate social behaviour.?? A UK study
of over 200 family carers found that nearly half (47%) reported experiencing
recent abusive behaviour from the person with dementia.3¢

Other studies of family carers have reported that at least one-quarter
experience physical violence in providing care for their relative with dementia.'”
Aggressive and disinhibited behaviours contribute to increased carer stress'38 139
and can escalate to police involvement.140:141,142,143

Spousal carers of a person with dementia have reported sexual aggression
and assault.’® Hypersexuality was described in one study as “the most stressful
dementia symptom to manage”.™3%

In Australian homicide cases against an accused person with dementia,
court documents indicated frontotemporal dementia is the most common
diagnosis, nearly all offenders are male and victims are frequently a current
or former intimate partner.'44145 These gendered patterns were also found
in an international review of homicide cases and dementia.¢

Violence towards people with disability

The Disability Royal Commission reported that rates of violence are higher

for people with disability than those who do not have a disability. This includes
assault, sexual assault and intimate partner violence, financial and emotional
abuse. Residential aged care facilities are high-risk settings for physical
assaults, as demonstrated by a NSW analysis of 700 police-recorded events
in these facilities.'” A majority of people involved in resident-to-resident
violence have a dementia diagnosis and a history of behavioural symptoms.'#&
149 |n addition to reporting serious incidents to aged care regulators, facilities
must also make timely reports to police when warranted, including for
incidents involving residents with dementia.®¢
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Legal proceedings

People with cognitive impairments experience particular vulnerabilities

in criminal proceedings that are based on rational thought and action
frameworks.™ Research from Queensland highlights that individuals with
coghnitive and psychosocial disabilities find interactions with the criminal

legal system extremely stressful, feeling alienated due to authorities’ lack of
understanding of their impairments.'®° Studies from England, Wales and the

US reveal similar concerns, noting that cognitive impairments like dementia
hinder equitable participation in legal processes.!® These conditions affect
individuals’ ability to access legal representation, participate in their defence,
comply with court orders, and maximise their safety if detained. Professionals
working in criminal legal systems have gaps in knowledge about how dementia
might affect a person’s behaviour, abilities and needs.2 Legal and social work
professionals report difficulties in advocating for clients with dementia due to
the complexity of legal processes and insufficient accommodations.s3

Detention

Most literature on dementia and the ‘correctional’ arm of the criminal legal
system focuses on older adults. However, insights are relevant to people with
young onset dementia who are detained in settings that include police watch
houses, remand centres, prisons and secure psychiatric (forensic) facilities.
Studies from Australia, the US, UK, France, and Sweden show that prisoners
with dementia are exceptionally vulnerable to the conditions of detention.%4158
They struggle with understanding and adhering to rules, leading to unfair
disciplinary actions, and are more susceptible to victimisation by other
detainees. Extended detention is a significant issue. In California, a 13-year
analysis found that people with dementia were less likely to be restored to
competency for trial and were detained twice as long as others in psychiatric
institutions.’®® A UK study found that conditions in forensic institutions often
did not meet the clinical or risk needs of people with dementia.'®’

[ Insights from Stakeholders
— Criminalisation of behavioural
symptoms of dementia

Stakeholders described a range of experiences where behavioural symptoms
in the context of young onset dementia—such as aggression, disinhibition,
paranoia and confusion—brought individuals into contact with police or
mental health crisis teams. In some cases, the response was traumatising
and inappropriate, leading to arrest, hospitalisation or court involvement.

In other cases, outcomes were more positive when responders had prior
awareness of dementia and took a care-focused approach.

¥ He rang the police one night and reported me for taking his money.
He was verbally abusive at the time and through the phone, and
they [the call taker] heard and said, ‘No, I have to send somebody
for a welfare check.’... I was very fortunate that it was an older
Sergeant that came... He looked at me and said, ‘Have you got
an official diagnosis?’ I said, ‘Yes, I have.’

— Carer

30



Issues Paper

Legal Issues

({ They arrested [my husband] and took him to hospital. Didn’t wait
for the ambulance. And then... put in [a domestic violence report].
[ went to court four times in the next five months, which I couldn’t
tell him I was doing... He was already traumatised, not understanding
what he was doing in a psych ward.

— Carer

B8 “The police agitated him. Everything... Like young onset dementia,
we’ve got to learn how to actually approach these people without
escalating a situation.

— Carer

as People with young onset dementia are more likely to be seen as
difficult or noncompliant rather than unwell.

— Service provider

Carers also described being misjudged by authorities—sometimes treated as
victims when they were seeking help for a medical issue, or drawn into complex
court proceedings that failed to understand the nature of the iliness. On occasion,
carers report being subject to apprehended violence orders, where police
inaccurately suspect the person with young onset dementia is at risk. While
protecting the person with dementia is critical, police should be encouraged
to work with families and carers to ensure best outcomes for all affected.

These experiences illustrate the need for consistent, dementia-literate
responses from frontline services. Stakeholders called for:

o Better recognition of behavioural symptoms of neurodegenerative illness
« Diversion from the criminal legal system wherever possible

e Training for police, emergency departments, and courts in recognising
and responding to behaviours in the context of dementia

o Support for carers navigating behavioural crises, especially where safety
is at stake.

Issues

Numerous issues arise in the context of dementia and contact with police
and the criminal legal system:

e Lack of awareness of behavioural symptoms of young onset dementia,
leading to risks of inappropriate policing responses and prosecutions

e Even when symptoms are recognised, some accused people are unable
to access timely neurocognitive assessments. Costs and waitlists are
barriers to obtaining medical evidence to support diversion from the
criminal legal system

e Inlegal proceedings, issues include determining an accused person’s
mental capacity, including their mental state at the time of the alleged
offence, the impact of memory impairment on a purported confession,
fitness to plead and fithess to stand trial

e The unique needs of people with dementia, regardless of age, are not
adequately recognised in custodial settings, leading to violations of
basic human rights.
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More research is needed to understand how behavioural symptoms of dementia
manifest and lead to contact with the police, as well as strategies to reduce the
risks of harm for people living with dementia, carers and community members.

The intersection between domestic violence and dementia warrants more
investigation.'®815° Few studies on dementia and criminal offending have
sought the perspectives of people with dementia; one reason for this gap
is that insight into wrongdoing and awareness of harm to others may be
limited, especially in FTD.'6°

Discrimination
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PROBLEMS AND ISSUES WITH GENETIC TESTING

Certain genetic variations can increase the risk of developing young onset
dementia. For example, mutations in genes such as APP, PSEN1, and PSEN2

are known to be associated with early-onset Alzheimer’s disease.'® Autosomal
dominant pattern genetic inheritance accounts for less than 15% of cases of
young onset dementia.'62

Genetic testing for young onset dementia carries several potential risks,
including psychological, ethical, and societal implications, with particular
concerns related to discrimination in insurance, employment and other areas.

INSURANCE RISKS AND GENETIC DISCRIMINATION

As a general rule, applicants for insurance are required to disclose any information
relevant to the insurer’s assessment of risk, including genetic information. This
duty of disclosure is part of the mutual obligations of insurers and the insured
to act in ‘utmost good faith’ under the Insurance Contracts Act 1984 (Cth). This
may include results from genetic tests and family medical history if it indicates
a predisposition to conditions such as young onset dementia. The obligation

to disclose does not apply to health insurance, as community-rated health
insurance in Australia prevents risk-based underwriting.

Up until recently, relevant results of genetic tests were required to be disclosed in
life insurance applications, and the potential for this to increase the costs and/or
limit the availability of life insurance was a matter of great concern, alongside
fears that such impacts might discourage people from having potentially

useful genetic testing.'®3 164 However over the past five years, significant legal
safeguards have been introduced to protect individuals from the need to disclose
genetic information in these circumstances. After a partial moratorium was
introduced in 2019, the Australian government embarked on a period of
extensive community consultation and, on 11 September 2024, it announced

it would introduce a total ban on the use of adverse predictive genetic testing
results in life insurance. Individuals will still be required to inform insurers or
prospective insurers of results which are diagnostic in nature.'®

It was recognised that genetic testing is important to help people manage

or avoid hereditary conditions, and there are significant benefits to its use in
medical research. These reforms were designed to encourage genetic testing
wherever appropriate without fear of insurance penalty.

The proposed ban on the use of predictive genetic test results in life insurance
does not extend to the use of biomarker or other predictive test results. For
example, individuals will still be required to provide the results of testing for tau
and beta amyloid levels that may be used to predict risk of the development

of Alzheimer's disease. There is the potential for requirements to disclose
dementia biomarker information to result in inappropriate discrimination
against people who will never go on to develop dementia.'¢®
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GENETIC DISCRIMINATION EMPLOYMENT

There are few reports of employment-related genetic discrimination in
Australia. In 2010, the Australian Law Reform Commission noted “only a small
number of cases” — although this included one case where an individual with

a family history of a degenerative neurological condition was initially rejected
for a position with the public service. The man was informed that he would only
be employed if he could provide evidence that he did not have the genetic
mutation that causes Huntington’s disease.’®” Even so, the ALRC described the
use of genetic information in employment as "still largely only of theoretical
concern” at that time.

Nevertheless, employers may have an interest in obtaining genetic information
about employees for a number of reasons, including economic incentives,
occupational health and safety factors, and selecting the best person for

the job. For example, in some industries, employers are required to conduct
pre-placement health assessments and genetic information may be relevant
on these occasions.

It is possible that genetic test results could lead to bias in hiring or promotions,
particularly if an employer perceives an individual as at risk of diminished
productivity due to future iliness." This risk is heightened in industries with
demanding roles where employers might view a genetic predisposition to
dementia as a liability.

While the Disability Discrimination Act 1992 (Cth) prevents discrimination
based on genetic status, and any actions would need to demonstrate that they
were not unfairly discriminatory within the terms of the Act, there appears to be
agap in the Australian Government's support for people with progressive diseases
to stay in employment. While Australia’s Disability Strategy 2021-2031'%8 (ADS)
identifies employment as a priority aread, there is no specific reference in either
the ADS, the Australian Disability Employment Strategy'®° or the ADS Employment
Targeted Action Plan'™ to supporting people who either (a) acquire disability
during their employment or (b) have a progressive condition (like young onset
dementia) to remain in work.

Driving and Travel
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DRIVING

A diagnosis of dementia raises issues about medical fitness to drive. Driving
licencing laws across Australia have rules about reporting health conditions
to licensing authorities. The laws vary across jurisdictions, however, all states
and territories have legislation that requires a driver to advise their driver
licensing authority of any long-term or permanent injury or illness, disability
or medical treatment that may affect their safe driving ability."™

In addition, all Australian governments have endorsed requirements for the
assessment by clinicians of fitness to drive."” These standards guide how
health practitioners assess and manage patients with conditions that may
affect their fitness to drive. Professional assessments inform the decisions of
driver licensing authorities.

In Australia, there is no legal obligation on any individual other than the person
with dementia or medical practitioners to report concerns about driver safety
to licensing authorities. although some jurisdictions provide avenues for people
to report concerns about another person'’s ability to drive safely.173
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For people with dementia, restricting or cancelling their driver’s licence can
significantly impact their independence, lifestyle and identity, and contribute
to social isolation.' Losing a licence can also affect employment and lead to
early workforce departure. This is especially important for people with young
onset dementia as the diagnosis comes when they are likely to have significant
financial and family responsibilities.'™

People living with young onset dementia desire to be treated individually and
not be subject to automatic loss of licence.™ A review of literature on driving
capacity and assessments for people with dementia recommended against
blanket prohibition of driving and advocated for periodic assessments

(for example, on a six-month basis).176:177

Impaired driving ability and loss of a licence is a whole-of-family problem that
can cause stress and conflict.””™ Family members report a range of strategies
to reduce risks, such as by hiding keys or preventing access to a vehicle.™
Family carers may face additional responsibilities for providing transport.

TRAVEL

People living with dementia and their carers may face adverse treatment when
undertaking travel. Research on the perspectives of people with young onset
dementia on the right to travel and freedom of movement describes a lack of
understanding and accommodation of non-physical/cognitive disability by
airports. Ad hoc support generally depends on the kindness of individuals rather
than supports embedded at a structural level, including by airlines and airports.

People living with dementia and carers have recommended practices to reduce
the stress and anxiety of travel’®, including:

e designated security assistance

o staff training, especially on cognitive disability and appropriate
accommodations'®!

e not separating travel companions

¢ hidden disability identifiers (eg, sunflower).182

Legal claims test the balance between the rights of travellers with disabilities
and the duties of transport providers. The case of Sheila King v Jetstar Airways
(2012) involved a refusal of boarding to a woman in a wheelchair on the basis
that two passengers requiring wheelchair assistance were already on the
flight. The judge found Jetstar’s discrimination was justified on the basis of
that providing assistance to a third passenger in wheelchair would cause
unjustifiable hardship/expense to Jetstar.'®® This decision has implications

for people with cognitive or other hidden disability.'®*

[ Insights from Stakeholders —

Driving, travel and the tension between
safety and freedom

Driving is not just a transport issue—it is a marker of independence and adult
identity. Losing a driver’s licence can have wide-reaching effects on work,
autonomy, mobility and social participation. Stakeholders expressed concerns
about inconsistent and premature licence cancellations, especially when
based on generalised assumptions rather than individual capacity assessments.
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OF The neurologist used rules that he had developed... he says two
years after you get your diagnosis, you stop driving. But he doesn’t
take into account how many years into dementia that diagnosis is...
I knew I'd eventually have to stop, but the way it happened was just
a complete shock.

— Person living with dementia

Some carers felt powerless to raise concerns or intervene, even when they
believed their loved one’s driving was unsafe:

B® “There’s no way a spouse can go to Roads and say, ‘My husband’s
not safe.’ They just say: ‘He has a licence. It’s up to him.”

— Carer

Stakeholders emphasised that decisions about driving should be based
on evidence, not blanket policies. They also raised the need for legal and
emotional support during the transition to non-driving life.

BE “It should be a tested thing—not a blanket rule. Losing my licence
changed everything.”

— Person living with dementia

Beyond driving, participants described challenges with other forms of transport,
including air travel. People with cognitive disability often have unrecognised or
misunderstood needs in transit environments. However, positive stories also
emerged—particularly when airport and airline staff had relevant training and
recognised visible cues to identify hidden disability.

B “One good thing that has happened is the sunflower lanyard. That’s
been really useful for me... we’'ve been treated so well. They get a
wheelchair, help with the luggage, talk through what I need. It’s
been a really positive experience.”

— Person living with dementia

Participants highlighted the tension between preserving dignity and ensuring
safety—and the need for policy, services and law to help balance these
considerations sensitively.

Stakeholders called for:

Individualised and periodic capacity-based assessments for driving

Improved coordination between general practitioners (GPs), occupational
therapists (OTs) and licensing authorities

Support for carers managing safety concerns and transport transitions

Broader adoption of inclusive transport practices (for example, hidden
disability identifiers)

Public education about non-visible disability and rights of travellers
with dementia.
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e People with a diagnosis of young onset dementia and families need clear
information about the legal responsibilities of driving. They seek more
support and guidance to navigate challenges, including help to transition
to public/alternative transport options.®

e There are inconsistent practices among health practitioners in reporting
to authorities and assessing and monitoring fitness to drive. Some health
practitioners ignore statutory reporting duties in order to preserve
a therapeutic relationship with a patient with dementia (or other
reportable condition).

e A person who discloses a dementia diagnosis may be presumed unable
to travel alone and require a doctor’s certificate based on a capacity
assessment. Aviation practices place discriminatory burdens on persons
with dementia to ‘plan, negotiate, explain, arrange, submit to assessment
and complain’ in order to travel. These burdens are inconsistent with rights
protected under the Convention on the Rights of Persons with Disability.®

Employment and
income supports
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For younger people with symptoms of dementia, delayed and missed
diagnoses contribute to workplace tensions, declining work performance
and dismissal without benefits causing permanent financial consequences.

Post-diagnosis, many people wish to continue working. In theory, open
communication facilitates workplace adjustments and support. In practice,
individuals who are aware of their diagnosis may be reluctant to identify their
condition for fear of being misunderstood, of being discriminated against,

or being subject to increased monitoring. Some are concerned that disclosure
of diagnosis will affect their workers compensation coverage.

Dementia should be reframed as not ‘alien’ to the workplace and as a
disability that can be consistent with continuing safely at work, as for
other forms of disability.'86187

Income supports are key for people who leave the workforce. A high proportion
of people with younger onset dementia receive governmental income support,
as noted by the Australian Institute of Health and Welfare:

People who develop dementia while still working may face a sudden or
early retirement, resulting in significant social, emotional and financial
impacts on the person and their family. In the 2016 Census (4 to 5 years
after the first dispensed dementia-specific medication), 21% of the study
cohort who were still aged under 65 reported that they were employed,
and 72% were unemployed or not in the labour force. When only people
aged 60-64 were analysed, people with younger onset dementia were
less likely to be employed (7.4%) than all Australians of the same age (46%).

People aged 60-64 with younger onset dementia were also more

likely (563%) to report lower income categories (personal annual income
between $1 and $25,999) than all Australians of the same age (30%).
This may partly reflect the high proportion of the study cohort receiving
income support through Centrelink. Four years after their first dispensed
dementia-specific medication, 71% of those in the 30-64 age group
who were still alive received a Centrelink payment: 36% received the
Disability Support Pension and 29% received the Age Pension.!
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e For peoplein the workforce, receiving a diagnosis of young onset
dementia raises legal issues around disclosure of diagnosis'®8, entitlement
to reasonable adjustments, discrimination and ceasing employment'@®.

e Legalissues for carers who are working include access to flexible working
arrangements and leave.

e For employers, clear and up-to-date policies and procedures are essential
to ensure legal obligations are met in relation to human resources and work

health and safety. Better awareness, understanding and upholding legal
rights of their workers with young onset dementia can extend their time in
employment, help to preserve functional abilities and enhance feelings of
being valued.™®

Consumer law
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People living with dementia may experience changes in financial capacity

and socio-emotional behaviour that increase their vulnerability to scams.90:19%

92 Capacity to enter into contracts may be questioned'and appointment of
a trusted enduring power of attorney is an important strategy for managing
future legal and financial affairs.

Resources developed for people with other conditions may be useful models

for adaptation®4, such as the co-designed scam awareness online training tool
for people with acquired brain injury (ABI)'® and Monash University’s ABI scam

research publications'®. The prevalence of romance and dating scams in AB,

often mediated by social media, highlights the need for support and education

for online competencies post-diagnosis.'®”

Disability and aged care services increasingly focus on consumer choices in
market-based systems.'®® Regulatory frameworks must provide appropriate
rights and protections for consumers, including access to information to
enable informed consumer choices and standards that ensure safety and
quality of services.

Issues

e Financial vulnerability — Changes in cognitive function may increase
susceptibility to financial scams, including online fraud, romance scams
and deceptive sales practices. 19192199

e Contractual capacity — Individuals with dementia may face challenges
in demonstrating legal capacity when entering into contracts, leading to
disputes or exploitation.'3

¢ Financial enduring power of attorney (FEPOA) — It may be necessary
to appoint a trusted decision-maker for financial and legal affairs before
capacity declines. Risks of financial abuse must be considered in FEPOA
appointments.

e Consumer protection — Proactive enforcement of consumer protection
rules may deter exploitative practices. Individuals with dementia may
need support to enable them to exercise their rights as consumers when
accessing disability, health and other services.
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Young onset dementia has profound and complex effects on families. Unlike
late onset dementia (onset of symptoms after age 65), symptoms often disrupt
significant mid-life responsibilities, when individuals may be managing
careers, raising children, in the midst of long-term relationships and supporting
ageing parents. They may be homeowners with a mortgage, renters, busy
professionals and family breadwinners.

Under such circumstances, a diagnosis of young onset dementia affects many
domains including intimate relationships, household finances, and parenting.2°°
These impacts give rise to unique challenges that are not typical in family law,
and remain largely unexamined.2°'

For many couples, the personality and behavioural changes associated with
young onset dementia can erode relationships.’32202.203 |n interview studies
from the US™2 and UK2% participants described how changes in their partner’s
capacity to communicate led to an effective “loss of relationship.”2°3

Financial pressures are an additional challenge.™® In addition to reduced
earnings, families face increased financial burdens related to medical
expenses, home modifications and formal care and support services.?°° In the
event of separation and divorce, these pressures can lead to disputes over
spousal maintenance, asset division, and financial settlements, particularly
where capacity issues are involved.

Children are also uniquely affected by young onset dementia. Symptoms of
young onset dementia often emerge when individuals have dependent children.
Families may require legal guidance regarding parental responsibilities and
custody arrangements in the event of relationship breakdown.

Further research is required to examine how family law processes can be
strengthened to accommodate the complexities of young onset dementia.

Issues

e Decision-making capacity — Cognitive impairment may affect an
individual’s ability to participate in legal proceedings, raising questions
about the validity of decisions in divorce, property settlements, and custody
matters where an individual has not had access to appropriate support.
This may be exacerbated by delayed diagnosis in young onset dementia.

e Impact on parenting and caregiving — Families require legal guidance
on parental responsibilities, child custody, and the appointment of
guardians or decision-makers for dependent children.

e Family conflict and crisis — Changes in a person’s capacities and
needs, combined with financial pressures, can cause disputes over
arrangements for personal legal decision making, access to children,
control of family finances and use of care services.

¢ Need for legal awareness and research — Family lawyers require
training in how to manage dementia-related legal challenges, and further
research is needed to explore the intersection of young onset dementia
and family law, particularly regarding custody, financial settlements,
and dispute resolution processes.
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Privacy and
datarights

Artificial intelligence (Al) is increasingly being used in the diagnosis and
management of young onset dementia, with promising applications in speech
analysis, cognitive assessment, and predictive modelling — and likely more
to come.2%* However, these tools raise significant legal and ethical concerns,
particularly around privacy, consent, and bias.2°%

In November 2024, the Australian Senate Select Committee on Artificial
Intelligence released its report on adopting Al in Australia.?2°® The Committee
examined Australia’s readiness for Al. It highlighted the need for robust legal
and regulatory frameworks to manage the risks posed by Al technologies,
including concerns about algorithmic bias and data privacy in high-risk
sectors such as healthcare. These recommendations are particularly
relevant in the diagnosis and management of young onset dementia.

Issues

e Privacy risks and data security — Al-driven diagnostic tools require
access to personal health data, raising concerns about unauthorised
use, data breaches, and lack of control over sensitive information. The
Privacy Act 1988 (Cth) should be updated to address the unique risks
posed by Al in processing sensitive health data.

¢ Informed consent challenges — Individuals with cognitive impairment
may experience difficulties in comprehending and consenting to Al
data collection, particularly in complex systems involving multiple
data sources. Simplified consent procedures and involvement of a
supported (or substitute) decision-maker may be necessary.

e Algorithmic bias and discrimination — Al models trained on
non-representative datasets have shown lower diagnostic accuracy
for racial minorities, leading to misdiagnoses or delays in treatment.
Without systematic auditing and inclusive data collection, these
disparities will persist.

e Use of secondary data — Al developers often incorporate publicly
available recordings and social media data without explicit individual
consent, raising concerns about the exploitation of vulnerable populations.

e Transparency and accountability — Al-generated healthcare decisions
must be explainable and subject to challenge by patients and clinicians.
Without clear regulatory oversight, individuals may have no recourse if
an Al model produces incorrect or harmful outcomes.

Public health law
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The field of public health law is concerned with the role of law in creating
socio-economic conditions that promote population health and in preventing
exposure to risk factors for illness and injury.2°7 Laws play an important role in:

(a) reducing the risk factors for dementia that are largely outside individual
control; and
(b) creating conditions that enable healthy lifestyles.

For example, robust laws and standards are necessary to reduce community
risks of exposure to air pollution, an identified risk factor for dementia.

Modifiable risk factors for dementia — and other chronic conditions — include
unhealthy body weight, physical inactivity, smoking, high blood pressure and
diabetes.2°8 Nutritious diets and regular physical activity are enabled through
laws that govern the foods and beverages we consume and the environments
in which we live, work and play.
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e A 'Health In all Policies/Health for all Policies’ approach?°® calls for
various sectors and different levels of government to work together to
assess the health implications of policy and program proposals, avoid
unintended health-harming impacts, and coordinate activities that
will reduce the modifiable risk factors for dementia.

e Challenges: Governments may face criticism of running a ‘nanny state’
if they implement regulations that restrict consumer choices. Public
support for regulation may be low, given low awareness of the risk factors
for dementia that are preventable.?" Food, beverage and other industries
may oppose government policy and seek to avert it by adopting voluntary
codes that lack enforceability.?"

Sports Law

Issues Paper

Legal Issues

Head injuries, particularly concussions and repeated brain trauma, are

a specific risk factor for dementia, including young onset dementia.?'

The health and social benefits of sport are well recognised by Government,
and are actively encouraged under policies such as Australia’s national
sport plan, Sports 2030.213

However, legal issues arise due to the increasing recognition of the link between
sports-related head injuries and long-term neurological consequences including
chronic traumatic encephalopathy (CTE) and young onset dementia. 24215216

In response to these issues, Australian sporting bodies have introduced
concussion management protocols. Critics argue, however, that these
measures are inconsistently enforced, especially at the community level. The
Senate Committee’s 2023 report highlighted regulatory deficiencies, such as
the lack of a national injury insurance scheme, insufficient longitudinal studies,
and inconsistent diagnostic definitions. Some jurisdictions have implemented
no-fault accident insurance schemes to support athletes without needing

to prove liability?"”, a measure suggested for Australian sports.

Concerns about alink between sports-related head trauma and conditions

like young onset dementia and CTE raises questions about informed consent and
duty of care, especially for children. Economic and social pressures may also lead
players to downplay symptoms, undermining welfare policies. Neuroprotective
rule changes, like limiting full-contact training and banning high-risk tackles in
junior sports, are being explored as a preventive strategy. Such measures often
face resistance from traditionalists within sporting cultures.?*

Issues

e Liability and Compensation Challenges — Athletes have filed class actions
against major sporting organisations (eg, AFL?'®) for failing to protect
players from head trauma risks. Civil lawsuits for brain injuries are costly,
time-consuming, and uncertain, making legal redress difficult for affected
players. For example, establishing the legal requirement of causation is
difficult as not all athletes with repeated concussions develop CTE or
young onset dementia.

e Voluntary Assumption of Risk Defence — Sports organisations argue that
players accept the risks associated with contact sports, complicating legal
claims for compensation. However, the consent to the risk of harm may not
be sufficiently informed and special issues arise for the obligations owed
to children and youth participants.
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Insurance and Compensation Gaps — Current workers’ compensation
schemes exclude professional athletes, limiting their access to financial
support for long-term neurological conditions. Insurers are reducing or
denying coverage for concussion-related claims, leaving athletes without
financial protection. The lack of a national injury insurance scheme,
insufficient longitudinal studies, and inconsistent diagnostic definitions
weaken legal protections for athletes.

Inconsistent Concussion Management — While concussion protocols
exist, they are poorly enforced, especially at the community level,
leading to ongoing risks for players.

Diagnostic Uncertainty and Medico-legal Issues - Because a definitive
diagnosis of CTE can only be made post-mortem, uncertainty exists for
clinicians in how to clinically diagnose and treat those with CTE symptoms.2'°
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Improving Access
to Legal Services

People diagnosed with young onset dementia require timely access

to legal information, advice, and support to navigate issues such as
advance personal planning, employment rights, income supports and
financial entitlements, and access to arange of disability, health and
social support services.?2%22! Despite the increasing recognition of
dementia-related legal needs, many legal services remain geared toward
older populations, creating accessibility barriers for younger individuals.

One promising approach to improving legal access is the health-justice
partnership model, which integrates legal assistance within healthcare
settings. These partnerships have proven effective in supporting
individuals with chronic and life-limiting conditions by ensuring they
receive coordinated medical and legal care.?22 Expanding these
partnerships to neurocognitive assessment and memory clinics,
neurological and neuropsychiatry outpatient units, and dementia

care services where individuals with young onset dementia undergo
assessment and diagnosis, may help them and their families with

early legal intervention, helping them make informed decisions about
their future.?2®

Additionally, there is a growing need for dementia capability in the
legal profession, with specific requirement for better understanding
of the challenges associated with young onset dementia.??4

The Law Society of NSW is developing a new specialist accreditation

in elder law, which is a welcome development for people seeking help
with dementia-related legal issues. However, the 'elder law' branding
highlights the importance of developing legal expertise that specifically
addresses the specific challenges and issues faced by younger people
with dementia.22®

Innovative models from other life-limiting conditions, such as cancer and
HIV services, provide referral-based legal assistance for patients and
caregivers.226 Similar models could be adapted to offer pro bono legal
support for people living with young onset dementia, particularly in areas
such as NDIS access and supports, employment support, discrimination
assistance, advance personal planning and income support.

International models

Several international models provide valuable insights into improving
legal access for people with young onset dementia.

Germany’s National Dementia Strategy (2020) is particularly notable,
as it is the only national framework that explicitly addresses legal issues
for people with dementia, including young onset dementia.??”

The Strategy includes recommendations for free legal advisory services,
integration of legal and long-term care supports, and training for general
practitioners and legal professionals to improve dementia-related legal
awareness.

Improving Access to Legal Services
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Similarly, the National Plan to Address Alzheimer’s Disease (2023)

in the United States has introduced grants for dementia-capable legal
services, funding pilot programs to train lawyers and provide legal
resource websites for individuals with cognitive impairment.228

In the United Kingdom, community-based supportive care models, such
as the ACE Club Program in Wales and England, provide peer support and
social inclusion services that promote autonomy and access to general
advice, though they do not yet include structured legal assistance.??®

These initiatives highlight the importance of embedding legal support
within broader dementia care networks, ensuring early intervention,
improved legal literacy, and greater accessibility of legal services for
people with young onset dementia.??2224 Adopting elements of these
international approaches—such as free legal advisory services, cross-
sector collaboration between healthcare and legal professionals, and
specialised dementia training for lawyers—could significantly improve the
legal landscape for people living with young onset dementia in Australia.
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[=]] Insights from Stakeholders —
Legal and service navigation

Stakeholders consistently described the system navigation experience
as fragmented, confusing and emotionally draining. People with young
onset dementia and their families must coordinate across multiple
systems—NDIS, health, aged care, guardianship, legal—without clear
guidance or reliable information.

s Improving access to legal services and advice would probably have
the greatest amount of change in the shortest period of time. Just
speaking from experience, most of the referrals that I get... I'm on
the phone with them sometimes over an hour just clearing the
misinformation and the misguidance... They've been given
conflicting information or providers trying to take advantage of
them... The hospital and social workers will tell someone one
thing, then a support coordinator and an NDIS provider will tell
them another. Then the NDIS enquiries will tell them something
else, and then an residential aged care facility will tell them
something different again.

— Service provider

Many families were unaware of their legal rights or overwhelmed by
bureaucratic complexity. The need for clear, trusted guidance—early
and ongoing—was a dominant theme.

BF The people that have the quarterback to help them navigate—that
makes all the difference.

— Person living with dementia
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% You actually need a coordinator... someone to be the centre point
to help with all the other things that are going along... There’s a lot
of care support out there, but that’s not the same as actually having
someone who can say: here’s what you need to do next.

— Carer

Carers also reported confusion and conflicting guidance, even when they
had good health literacy and established networks.

BF Iwas working in health—and I still found it difficult...

— Carer

Participants called for:

e Multidisciplinary legal-health navigation hubs for newly diagnosed
individuals and their families

e Pro bono or subsidised legal support embedded in dementia care
pathways

e Written resources to explain legal responsibilities, rights and
decision-making options

e Better coordination between health, disability and legal systems

e Navigationroles or “quarterbacks” trained in dementia-specific
issues to walk alongside families

Improving Access to Legal Services
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08 Recommendations

Drawing from the issues identified in this
report, the following key recommendations
are proposed to improve legal protections,
access to services, and policy responses for
people living with young onset dementia.

1. Strengthening Legal Protections and Rights

e Ensure that all laws and policies related to young onset
dementia are underpinned by human rights frameworks,
particularly in areas of decision-making capacity,
discrimination, and access to services.

e Implement consistent standards for capacity assessments,
ensuring they are decision-specific, and based on supported
decision-making principles.

e Review and strengthen anti-discrimination protections,
particularly in employment, insurance, and access to
services, to prevent unfair treatment of individuals with
young onset dementia.

e Strengthen dementia capability in the legal profession to
ensure practitioners have the knowledge and skills to work
with and advocate for people living with dementia.

2. Improving Access to Legal Services and Advice

e Expand health-justice partnerships to integrate legal assistance
within healthcare settings such as neuropsychological assessment
and memory clinics, neurology and neuropsychiatry outpatients
units, and dementia care services.

e Develop specialist legal services that address the unique
legal challenges of young onset dementia, including disability
rights, legal and financial planning, family law, and criminal
justice interactions.

e Increase access to disability advocacy for people with young
onset dementia and their families.

e Increase the availability of pro bono and community legal services
for people living with young onset dementia and their families,
particularly in regional and rural areas.

e Improve legal literacy and public awareness through accessible
resources and targeted information campaigns on key legal rights
and obligations.
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e Improve practical resources for people living with young
onset dementia and their families - for example via the creation
of a young onset dementia legal toolkit and an online legal
support service.

e Ensure legal practitioners receive training on supported
decision-making frameworks, capacity assessment,
and the impact of dementia on legal autonomy. Consider
credentialling of practitioners who have specialist training.

3. Reforming Legal and Policy Frameworks

e Ensure eligibility criteria, assessment processes, and decisions
on funding for the National Disability Insurance Scheme (NDIS)
and aged care services adequately account for the needs of
people with young onset dementia.

e Modernise laws that deal with enduring representative roles
and guardianship to prioritise support for decision-making
and reduce reliance on public guardianship and administration.
Where the latter are required as a last resort, strengthen
arrangements to protect the will and preferences of people
living with cognitive disability.

e Ensureroles under federal legislation, such as nominees for NDIS
and Services Australia, do not duplicate or clash with roles in
place under state and territory laws.

e Strengthen consumer protections to safeguard individuals
with young onset dementia from financial abuse, scams,
and exploitative contracts.

e Reform sports law and workplace compensation policies
to provide long-term protections for individuals at risk of
neurodegenerative conditions due to head trauma or other
causes of neurological injury.

e Introduce alternative dispute resolution into the NDIS review
system to reduce the legal complexity of internal reviews.
This would reduce delays in resolving matters and increase
the participation of participants with young onset dementia
and their families.

4. Enhancing Criminal Justice and Law Enforcement
Responses

e Improve training for police, courts, correctional facilities and
first responders to recognise and respond appropriately to
individuals with young onset dementia who come into contact
with the criminal justice system or are at risk of doing so.

e Develop diversion programs to ensure that individuals with young
onset dementia are redirected to appropriate care pathways
rather than being exposed to police and justice system responses
and are at risk of having their behaviour criminalised.

Recommendations
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Address issues of violence and coercion in caregiving
settings including:

o domestic violence - including person with young onset
dementia -to-others and others-to-person with young
onset dementia

o aggression in supported accommodation (for example,
NDIS and aged care) - including resident-to-resident,
staff-to-resident, and resident-to-staff, and

o avoidable use of restraints and restrictive practices.

5. Addressing Emerging Legal and Ethical Challenges

Update privacy and data rights laws to protect sensitive health
data of people with young onset dementia, including data used in
Al-driven diagnostic and care management systems.

Ensure algorithmic transparency and fairness in Al models
used for dementia diagnosis, risk assessment and access to
treatment options.

Improve access to advance planning tools for individuals

with young onset dementia, ensuring that legal and medical
professionals, as well as disability personnel, provide guidance
on appointment of enduring representatives, wills, and advance
care directives.

Establish a standing monitor of the intersection of young onset
dementia and legal issues, particularly in areas such as capacity,
criminal justice involvement, and discrimination in financial
services, and conduct further research into issues of current

and future importance.

Targeted research is needed to better understand the legal
issues for people from minoritised groups - including First
Nations people - who develop young onset dementia and
are at heightened risk of discrimination, stigmatisation and
worse outcomes.

Address the challenges associated with delayed diagnosis

of young onset dementia, which canresult in capacity issues
affecting legal decision-making at critical life stages, including
financial and medical decisions, including the role of a provisional
diagnosis of young onset dementia.

Recommendations
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Conclusion

Young onset dementia presents unique and complex legal issues
and implications that span human rights, disability law, disability care,
aged care, employment, criminal justice, and other areas of law.

Despite growing awareness, legal and policy frameworks in Australia
often remain geared toward older populations, failing to address the

distinct needs of younger individuals facing dementia-related challenges.

This report highlights critical gaps in legal protections, service
accessibility, and policy responses, emphasising the urgent need
for reform. Strengthening legal safeguards, expanding access to
legal services, improving cross-sector collaboration, and reforming
outdated policies will be essential to ensuring dignity, autonomy,
and justice for people living with young onset dementia.

Lessons from international models, particularly Germany’s National
Dementia Strategy, which makes specific provision for legal services
for those with young onset dementia, provide valuable insights into how
legal frameworks and frontline services can be strengthened to enhance
protections and support for individuals with young onset dementia.

Ongoing consultation and research with stakeholders, including
individuals with living experience, carers, healthcare professionals,
and legal experts, will be essential to shaping effective reforms
and best-practice legal interventions.

Conclusion
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Executive Summary

This appendix presents an in-depth thematic

analysis of legal and related issues affecting people
with young onset dementia in Australia, drawing on
data from individual interviews and a multidisciplinary
service provider roundtable. Eleven key themes are
explored, ranging from diagnosis and legal planning
to systemic issues in aged care, disability services
and guardianship.

Each theme integrates first-hand accounts from
people with young onset dementia, family carers

and professionals, highlighting gaps in current services
and pointing to urgent areas for reform. The findings
underscore the need for relational, rights-based

and coordinated approaches to care, and call for
structural changes across the National Disability
Insurance Scheme (NDIS), aged care, legal and

health systems.

Key recommendations include:

e Early and accurate diagnosis through coordinated,
multidisciplinary services

e Streamlined access to the NDIS with specialist
support pathways for young onset dementia

e A national framework for supported decision-
making and legal planning

e Carerrecognition and coordinated, whole-of-life
support

¢ Integrated funding models based on need, not age

e Balanced approaches to risk that respect both
autonomy and safety
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Methods

This thematic analysis draws on two primary
data sources:

e In-depth Interviews (February-March 2025):
Semi-structured online interviews were conducted
with two people living with dementia, three family
carers, an allied health practitioner and a medical
specialist, both with expertise in dementia.

e Service Provider Roundtable (13 March 2025):
A semi-structured online group discussion involved
ten experienced professionals who work in key
services and sectors, including aged care,
disability support coordination, advocacy
and neuropsychiatry.

The interviews and roundtable sought participants’
perspectives on:

e thelegalissues faced by individuals with young
onset dementia in Australia;

e theimpacts of these issues on quality of life and
access to services; and

e the changes in policy or law that could better
support people with young onset dementia and
their support networks.

Transcripts were analysed using a qualitative
descriptive method in order to synthesise key
themes. Themes were developed iteratively through
review, comparison and synthesis across both
datasets. lllustrative, de-identified quotations
share participants’ views and experiences. This
research was approved by the UTS Human
Research Ethics Committee (ETH24-10212).
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Thematic Analysis

Eleven key themes emerged across the interviews
and the roundtable:

Diagnosis and access to care

Navigating NDIS and fragmented services
Decision-making capacity and autonomy
Legal advice and planning support
Guardianship failures

Discrimination and stigma

Driving and licensing

Criminalised behaviours and public safety
Aged care vs. NDIS system tensions
Restrictive practices and risk aversion

Carer responsibilities and lack of
coordinated support
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Theme 1: Diagnosis and Access to Care

People with young onset dementia often face prolonged
delays in receiving a correct diagnosis. The diagnostic
process is frequently complicated by the non-typical
presentation of symptoms—such as changes in
personality, language, or executive function—which
may not be immediately recognised as dementia.

As aresult, individuals are often misdiagnosed with
psychiatric conditions such as depression, anxiety,

or even relationship dysfunction. This delay can cause
profound distress and disorientation for individuals
and their families.

The lack of access to dementia-specialist clinicians—
particularly outside urban centres—further exacerbates
this problem. Several participants in interviews and
the roundtable noted the systemic failure to provide a
single point of access or guidance during the diagnostic
process. The fragmentation between aged care,
mental health, and disability systems results in
confusion, inappropriate referrals, and inconsistent
care pathways.

“People with young onset dementia find themselves
caught between multiple systems like aged care, NDIS,
mental health.” (person with young onset dementia)

“Because | could talk like this [very articulately], the
doctor just thought well, | obviously don’t have any
problems.” (person with young onset dementia)

“Most of the neurologists who work in dementia have
expertise in Alzheimer’s, but they know very little about
frontotemporal dementia.” (person with young onset
dementia)

“Often they were rare presentation... a behavioural
onset Alzheimer’s or a language onset condition...
which is poorly understood even within the medical
field. It can take a long time for younger people to
be diagnosed.” (allied health practitioner)

“We received the reports [directly ] and were sitting in
our lounge room here with no doctor support, nothing.
We read the diagnosis ourselves.” (carer)

In addition to emotional turmoil, delayed diagnosis
significantly impacts legal and financial planning,
access to services (such as NDIS or My Aged Care),
and employment protections. In some cases, families
received the diagnostic report without any medical
debrief, leaving them to interpret the findings on their
own. Others described situations where the person
with young onset dementia was sent to a psychiatric
facility instead of a dementia service, resulting in
further distress and trauma.
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This theme highlights the urgent need for:

e Early and accessible diagnostic services with
expertise in young onset presentations

¢ Integrated assessment pathways spanning aged
care, mental health and disability systems

e Clear follow-up processes for explaining diagnosis
and supporting next steps for individuals and
families, including referrals for legal advice

e Improved awareness among GPs and allied
health professionals to detect and refer
atypical dementia cases early

Addressing the diagnostic challenge is not only a
clinical issue. It also affects access to justice and
social participation. Diagnosis is a crucial first step
in a complex legal, relational and personal journey
that will require consistent, compassionate and
competent support.

Theme 2: Navigating NDIS and
Fragmented Services

The National Disability Insurance Scheme (NDIS) was
designed to provide person-centred, tailored support
for Australians living with disability. However, people
with young onset dementia and their carers described
significant barriers to accessing and navigating this
system. From initial application to plan implementation
and review, the NDIS often fails to align with the
progressive nature of dementia.

Participants described practical challenges in
gathering evidence for NDIS applications. Cursory
reports from a GP that simply stated “dementia” led
to rejections. It is important to fully describe functional
impairment and potential for deterioration, rather
than focusing solely on the dementia label. Support
coordinators had to spend time educating GPs about
how to provide reports with descriptive details, in a
way that aligned appropriately with NDIS and other
support eligibility criteria. Families had to self-fund
private occupational therapy assessments to justify
eligibility—often while already in crisis.

Once accepted into the NDIS, participants found the
planning process lacked the flexibility to accommodate
unpredictable cognitive and physical changes. The
12-month planning cycle, with its fixed goals and
support categories, did not reflect the day-to-day
variability of the condition.

“It so much comes down to which planner you get...
there’s no consistent outcome or understanding of
options.” (allied health practitioner)
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This inconsistency led to significant inequities. Some
participants reported receiving generous plans with
dedicated support coordination; others were left to
navigate the system alone, often without the cognitive
or emotional reserves to do so. The metaphor of a
“quarterback” emerged in one interview as a powerful
image of the missing system navigator—someone who
could coordinate services, explain options, and guide
the person and their family through the complexity of
aged care, disability, and health systems.

“Once you've had that diagnosis, you can go to a
quarterback... it’s fairly important to do it fairly soon,
because there are changes... if you haven’t got what
people think is a capability to sign up, then you’ve got
a problem. You missed the opportunity.” (carer)

“The people that have the quarterback to help them
navigate—that makes all the difference.” (person with
young onset dementia)

Others described the emotional exhaustion of
advocating repeatedly for services and confronting
bureaucratic inflexibility. The burden of “proving”
impairment to planners—who often misunderstood the
nature of dementia—compounded family distress.

“I'had to try and do something myself to help Mum
because she was looking after me and my dad at the
same time.” (person with young onset dementia)

“By the time they get to the NDIS, they’re two or
three years into their battle... then they get to the
front of the NDIS, they have to bang down the door.”
(support coordinator)

In some cases, the system’s own logic—emphasising
“choice and control”—created ethical dilemmas as the
person's capacity changed. Carers described being
required to step back and allow decisions to be made
autonomously, even when this contradicted the
person’s previously expressed preferences or involved
risks to their safety or wellbeing.

“Families are put in impossible positions—they
have to both prove how impaired the person is, and
then step back and let them make the decisions.”
(service provider)

This theme reveals not only a service gap but a
conceptual mismatch between the NDIS framework
and the reality of neurodegenerative conditions.
While dementia is recognised as a disability under
law, the systems intended to support people with
young onset dementia often require them to perform
levels of insight, documentation and planning without
adequate supports.
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To address these challenges, participants called for:

e A dedicated young onset dementia stream within
the NDIS, modelled on the fast-tracked pathway
available to people with motor neurone disease

e More flexible planning frameworks that recognise
the progressive trajectory and allow plans to
evolve responsively

e Specialist navigation hubs that integrate legal,
health and disability advice and walk alongside
families post-diagnosis

e Consistent training for planners, GPs and allied
health professionals in understanding and
documenting dementia-related functional
impairments

Theme 3: Decision-making capacity
and autonomy

The concept of decision-making capacity is
foundational to ethical and legal frameworks in health,
disability and aged care. Yet for people with young
onset dementia, the application of these principles is
far from straightforward. Both interviewees and
roundtable participants described a system that
struggles to support meaningful participation—one
that frequently defaults to risk-averse, binary thinking.

While the law recognises that capacity is decision-
specific and a presumption of capacity should be the
starting point, in practice, clinicians and service
providers often make assumptions about incapacity
based on diagnosis alone. Substitute decision-making
mechanisms, such as Enduring Power of Attorney
(EPOA) or guardianship appointments, were frequently
invoked without first exploring ways to support the
person to make or participate in decisions.

“Health professionals quickly revert to, ‘Have you
called the EPOA?’ when in fact, particularly for the
younger onset, even with word-finding issues, they
very much can be involved in all of their decisions.”
(service provider)

Carers described the ethical and emotional difficulty
of navigating these situations —particularly when the
person’s expressed wishes conflicted with concerns
about safety or previous values.

“When I know it’s not a good day, he doesn’t need
access to much money. Two drinks and he’s horrible...
to keep him safe and to keep me safe, [restricting
access to money ] needs to happen.” (carer)

“The bank will only accept our power of attorney
if [spouse] has absolutely no contact with money.
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but he still needs some money for himself for his
independence.” (carer)

Some carers tried to maintain a supported decision-
making approach even after legal powers had been
activated, grounding their decisions in prior shared
understanding.

“We would always consult each other... we've always
treated it as supportive decision making.” (carer)

“If 'm making a decision like that, 'm making a
decision that | know he wanted before he had a
cognitive impairment.” (carer)

Others described the grief and moral strain of
overriding a person’s wishes in situations where
judgement and insight had clearly diminished.

“There’s too much risk of you hurting somebody
else [if he drives]... but he still wants the freedom
to go.” (carer)

NDIS planners and disability support workers

were described as equally uncertain about how to
implement supported decision-making. Some found
disagreements within families difficult to navigate in
a supported decision-making context, while others
disengaged from the person altogether once legal
authority was assigned to someone else.

Participants called for a more relational and
context-sensitive approach—one that recognises
the knowledge and care that families bring, while
also upholding the rights and dignity of the person
with dementia. They recommended:

e A national framework for assessing and supporting
capacity in neurocognitive conditions

e Training for health professionals, support
coordinators, and carers on supported decision-
making and how to balance rights with risk

e Resources for families to help navigate ethical
tensions and act consistently with the person’s
values over time

e Practical tools to facilitate shared and supported
decision-making—such as communication aids,
decision support plans, and flexible consent
frameworks that could respond to changing
capacity over time and allow for different levels of
participation depending on the type of decision.

This theme acknowledges that autonomy, in the
context of dementia, is not necessarily the same as
individual independence. Rather, autonomy often
takes arelational form—and is preserved and
promoted within relationships of trust, shared personal
history, and often familial and spousal love. Supporting

Issues Paper Appendix

decision-making at best is able to accommodate this

complex reality. This also indicates that those without
close family support may struggle to fully realise their

will and preferences as cognitive capacity declines.

Theme 4: Legal Advice and
Planning Support

Early access to legal information and planning support
is critical after a diagnosis of young onset dementia.
However, interview and roundtable participants
described a striking absence of guidance during this
period. The phrase “get your affairs in order” was
frequently repeated, yet families were rarely told

what this entailed, how to do it, or who could help.

Many families encountered professionals—doctors,
social workers, discharge planners—who assumed that
legal planning was someone else’s responsibility. In the
absence of structured referrals, families were left to
initiate processes such as enduring powers of attorney
(EPOA), advance care directives, and guardianship
applications on their own, often during periods of
emotional distress and cognitive decline.

“That period immediately post-diagnosis can involve
a bit of: ‘Well, you better get your affairs in order.’
But people don’t quite know what that involves.”
(service provider)

The lack of proactive support also created inequality.
Families with prior legal knowledge or strong social
networks were able to act early. Others delayed key
decisions, only realising the importance of having
legal plans in place when a crisis arose—such as
hospital admission, financial mismanagement or
behavioural escalation.

“Improving access to legal services and advice would
probably have the greatest amount of change in the
shortest period of time” (NDIS team leader)

“We were lucky. The accountant that we had at the
time [our insurances were] set up was a good bloke.
His wife was a nurse and he understood dementia.
We had good policies. He helped us claim when my
husband had to retire early because of his condition”
(carer)

Without clear support, families may be left navigating
emotionally charged, legally complex decisions with
little guidance, during a critical window for planning
and participation.

Participants also noted a gap in legal literacy among
health professionals. GPs, specialists and allied health
workers often lacked confidence or knowledge about
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when and how to initiate legal planning conversations,
or how to refer to appropriate support. As a result,
families were sometimes misinformed, or legal
planning was left too late.

This theme underscores the need for legal planning
to be seen as a time-sensitive holistic care issue,
not merely alegal one. Planning early not only
preserves autonomy for the person with dementia,
but also helps carers feel prepared for the future and
reduces reactive, crisis-driven reliance on systems
such as Guardianship Tribunals.

Participants recommended:

e Structured legal referrals post-diagnosis,
preferably to professionals and services equipped
to meet the needs of clients with dementia
(e.g., through health-justice partnerships or
other services where professionals have additional
training and collaborative networks that support
comprehensive legal help)

e Written guides and decision-making tools tailored
to the young onset dementia context

e Legal literacy training for health and service
providers, especially around EPOAs, capacity
and consent

e Community legal services with dedicated
dementia streams, co-located in memory clinics
or hospitals

Above all, this theme reflects the high stakes of missed
timing. Without early legal planning, people with young
onset dementia and their families can find themselves
in crises with no clear authority to make critical care,
financial and other decisions, no access to funds, and
the loss of the chance to make legally enforceable
decisions about future care and other matters.

Theme 5: Guardianship Failures

Stakeholders raised serious concerns about the
failures of guardianship systems to deliver relational,
responsive and rights-based decision-making for
people with young onset dementia. Participants
described the system as unresponsive, impersonal
and fundamentally disconnected from the people

it is meant to serve.

“I feel very sad for people with younger onset dementia
[who don’t have support] because our communication
and dealings with the public guardian and trustee
would be no less than appalling and dissatisfactory

on every single level...They don’t know the residents

at all. They never visit them. They have no contact

with them.” (service provider)
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Participants also described how family members who
had taken on enduring appointments (enduring guardian
or EPOA) were often overwhelmed by the complexity
of the roles. Many accepted the responsibility without
understanding what it would require, or struggled with
the ethical implications of intervening when the person’s
wishes seemed out of step with their current needs.
They lacked training and clear guidance on how to
exercise their decision-making authority.

“We have so many people say, ‘Oh no, I'd never go
against her wishes... 'm not actually going to take
over, you know, like, if that was ever to become
necessary.’ You get people accepting to become an
attorney, but having it in their own mind that they
wouldn’t actually want to have to make any decisions
on behalf of that person—even if that became
required.” (allied health practitioner)

“People have this all-or-nothing view... like, I'm not
willing to do all, so instead I'm going to do nothing.’
Whereas... providing a bit of scaffolding around the
situation would actually be preferable. But how is
somebody who’s never dealt with dementia, or
managing somebody else’s finances, or a complicated
financial set-up—and feels uncomfortable about this
role they’ve taken on without understanding it—how
are they ever going to do that?” (allied health
practitioner)

Carers described the ethical uncertainty of acting in
a person’s best interests when they lacked insight,
especially in situations where there was no formal
legal authority to guide decisions.

“You want to respect their choices, of course you do.
But when you see them doing something that’s clearly
going to cause harm, what do you do? It’s just up to you
to guess.” (carer)

Clinicians highlighted how complex family dynamics in
the context of dementia can further complicate
substitute decision-making.

“Family members can also disagree among themselves
about care, which puts clinicians in a difficult position.
These decisions involve interdependent relationships
between the person and their family, which makes
disagreements hard to navigate.” (specialist medical
practitioner)

Participants advocated for more relational and
context-sensitive approaches to guardianship—ones
that centre the individual’s history, preferences and
evolving needs. They also stressed the need for better
training for family who take on legal decision-making
roles (enduring guardian/EPOA) but lack training to
manage the complex legal and emotional terrain.
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This theme highlights the need for:

e Person-centred guardianship models that
prioritise relationships, continuity and wellbeing

e Regular and meaningful engagement between
public guardians and the individuals they represent

e Training, legal advice and structured support for
family members acting in decision-making roles

e Simplified pathways to establish supported
decision-making arrangements before crises occur

Theme 6: Discrimination and Stigma

Discrimination and stigma were recurring themes
across the interviews and the roundtable, shaping how
people with young onset dementia were perceived,
treated and supported. Unlike presentations of
dementia in older adults, young onset dementia often
affects people in midlife—raising children, working and
managing households. Its relative invisibility and
age-defying profile frequently led to disbelief,
dismissal or inadequate responses from services.

One participant described how her neurologist treated
her as if she had no awareness of her condition, despite
being articulate and knowledgeable. “He would be
treating me as if | had no concept or understanding
what was happening to me... and talk about me in the
same room with somebody else... would never listen to
me when | said something, even though | knew what |
was talking about.” (person with young onset dementia)

Other participants echoed this frustration, noting that
service providers often failed to understand the
complexity and variability of young onset dementia.
An allied health professional observed that many
people with dementia do not fit the stereotypical
presentation. “Often they were rare presentation...

a behavioural onset, Alzheimer’s or a language onset
condition... which is poorly understood even within

the medical field.” (allied health practitioner)

In aged care and residential settings, stigma was

tied not only to the diagnosis but to environmental
and social exclusion. Roundtable participants voiced
concern that people with young onset dementia were
often placed in older adult care facilities without
meaningful engagement. One provider described how
younger residents were at risk of being “left in front of
the TV all day” with no age-appropriate stimulation or
activity, areflection of low expectations rather than
the person’s actual capacity.

Across contexts, participants highlighted how the
stigma of dementia intersects with broader assumptions
about capacity. When formal guardianship or support

Issues Paper Appendix

coordination was introduced, people were sometimes
excluded from conversations—even when they still had
the ability to contribute meaningfully. This tendency to
“talk over” or ignore people with dementia, rather than
assessing their individual needs and preferences,
contributed to a deeper sense of marginalisation.

Participants suggested improved training and
cultural change across services—especially in health,
disability and aged care—so that assumptions about
age, capacity and appearance do not override the
voices and autonomy of those living with young
onset dementia.

Participants recommended:

e Public education campaigns to challenge
age-based stereotypes of dementia

e Age-inclusive dementia services, including
appropriate housing and day programs

e Provider training on recognising invisible disability
and neurodiversity

e Strength-based approaches that recognise
retained abilities and lived expertise

Theme 7: Driving and Licensing

For many people with young onset dementia, the loss
of adriver’s licence is more than a safety issue—it
marks a profound shift in independence, identity and
autonomy. Driving connects people to employment,
appointments, community participation and daily
structure. Losing alicence can be experienced as a
symbolic and practical loss of adult agency. At the
same time, concerns about fluctuating abilities, lack
of insight and road safety create difficult ethical
terrain for families, clinicians and regulators.

One participant described the distress of having her
licence revoked based on a rigid timeline that ignored
her individual presentation and early diagnosis. “/ think
it should be tested—not just a blanket rule that doesn’t
look at your ability... It made a huge difference to my
life to lose that ability” (person with young onset
dementia). She reported that her neurologist refused
to refer her for an occupational therapy assessment,
stating, “OTs won’t know about this type of dementia...
I'm the expert. I'm the only one that can make the
decision.” (person with young onset dementia)

By contrast, one carer spoke of trying to prevent

her husband from driving once it became unsafe,

and the relief when a clinician intervened. “The
psychiatrist wrote to Roads and said that [my
husband] would never have spatial awareness to

be a safe driver again, and so his licence was revoked.
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So we were lucky.” However, she noted how difficult
it is for families to act without professional support:
“There’s no way a spouse can go to Roads and say,
‘My husband'’s not safe.” He'’s got a licence. Until they
actually take it off him, he’s got a licence” (carer).

Another carer described how her husband passed

a formal driving assessment on two “good days,” but
this did not reflect his overall risk profile. “He pulled
himself together, and he did it on two consecutive
days and they were good days... then he fell in a heap
for a week.” She recalled warning the occupational
therapist, “She wouldn't listen to the fact that I'd
said there are good days and bad days... | will still

be taking your keys when | don’t think you're able

to drive.” (carer)

Without formal authority or coordinated support,
carers were often left to manage risk alone. “I had
him actually blow in a breathalyser ‘cause | wasn’t
sure. He was blowing O, but there’s no way | would
have let him drive.” (carer)

The loss of alicence also introduced secondary
harms. Without photo ID, individuals struggled to
access basic services and participate in social life.
“We had a 40th birthday to go to... they would not
let him in 'cause he did not have photo ID... Even with
me holding a [notice] saying he had dementia, they
were so rude about it.” (carer)

These experiences reflect the deep tensions between
autonomy and safety, between respecting a person’s
identity and protecting them from harm.

Participants recommended:

e A nationally consistent approach to driving
assessments that incorporates condition-specific
guidelines and multidisciplinary input

o Development of safe, supported alternatives to
driving, particularly for younger people with
families and community roles

e Proactive counselling and support during the
transition away from driving, including transport
planning and general psychological support

e Mechanisms for carers to raise safety concerns
without immediately triggering licence cancellation

This theme illustrates how systems built around
protection and safety must also account for emotional
and social identity. Losing a licence is not simply losing
amode of transport — it is often symbolic of decline
and has a significant impact on real and perceived
independence.
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Theme 8: Criminalised Behaviours and
Public Safety

Behavioural symptoms that may occur in young
onset dementia—such as impulsivity, aggression,
paranoia or disinhibition—can sometimes trigger
emergency responses from police, paramedics or
mental health services. These behaviours are not
wilful, but reflect underlying neurological changes.
Nevertheless, participants described scenarios in
which people with dementia were treated as
dangerous, criminal or psychotic, rather than as
people living with a medical condition.

Several carers shared distressing stories of their loved
ones being arrested, hospitalised, or subjected to legal
processes without recognition of their dementia. One
carer recounted:

“They arrested [my husband] and took him to hospital.
Didn’t wait for the ambulance... put in [a domestic
violence report]. | went to court four times in the next
five months, which | couldn’t tell him | was doing...

He was already traumatised, not understanding what
he was doing in a psych ward.” (carer)

Another carer described how her partner, confused
and suspicious, accused her of theft and called the
police. In this case, an experienced police officer
responded with care and insight:

“He rang the police one night and reported me for
taking his money. He was verbally abusive at the time
and through the phone, and they [the call taker] heard
and said, ‘No, | have to send somebody for a welfare
check.’.. | was very fortunate that it was an older
Sergeant that came... He looked at me and said,

‘Have you got an official diagnosis?’ | said, ‘Yes,

I have.” (carer)

People living with dementia were also vulnerable

to exploitation—yet not always recognised as such.
One participant described how her father, who had
dementia, was suspected of criminal behaviour when
he was actually being manipulated by others:

“My dad himself actually got caught up with people
who were managing to steal things and use him as a
repository of... the stolen goods... He didn’t understand
what was happening... They treated them as if they
were the criminals, not the... unwitting receiver[s] of...
stolen goods.” (person with young onset dementia)

These experiences were emotionally devastating

for carers, who found themselves navigating court
systems, police interventions, and hospitalisations
while attempting to protect and advocate for a
person with declining cognitive abilities. Participants
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noted that once someone had been criminalised or
scheduled under mental health legislation, it became
harder to access support through health channels,
because the label of “offender” or “psychiatric case”
followed them through the system.

Complexities also arise where the person with dementia
has difficulty communicating with police, leading to
confusion about the situation at hand (eg, whether the
person with dementia is at risk or not). Participants
called for urgent cross-sector reform to ensure
health-first, trauma-informed responses to risk

and behavioural crises. They recommended:

e Embedding neurocognitive expertise in police
and mental health crisis teams, with rapid access
to clinical consultation

e Developing non-carceral, multidisciplinary
responses to behavioural distress—including
community mental health, outreach teams,
and dementia-informed safe spaces

e Ensuring that carers have access to legal
advocacy and emotional support when systems
respond with force

e Reviewing mental health legislation to take
account of young onset dementia and provide
appropriate pathways to care

This theme underscores a critical systems failure:
people with young onset dementia are not criminals—
they are unwell. But without targeted training, service
coordination, and compassionate legal frameworks,
they are too often treated otherwise.

Theme 9: Aged Care vs. NDIS
System Tensions

A key structural injustice faced by people with young
onset dementia lies in the division between Australia’s
aged care and disability systems. Eligibility for support
is split based on age: those under 65 may access the
National Disability Insurance Scheme (NDIS), while
those over 65 must rely on the aged care system. This
policy division creates deeply inequitable outcomes
for people with similar needs, based solely on which
side of the age threshold they fall.

Service providers in the roundtable highlighted this as
one of the most glaring systemic failures. The funding
gap is substantial: people with young onset dementia
on the NDIS can access tens or even hundreds of
thousands of dollars in flexible, tailored supports.
Those who develop dementia after 65—or who ‘age
out’ of the NDIS—are instead placed on aged care
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packages that are often insufficient to meet their
complex needs.

“We have one resident who's on a $500,000 [NDIS]
package... yet every other resident with dementia is
not entitled and not afforded that kind of support.
They’re on a $20,000-a-year aged care package.”

(service provider)

Participants stressed that the inequity is not driven
by clinical judgement but by structural eligibility.
“There is an enormous disparity... it's not based on
diagnosis. It’s not based on symptomes. It’s based on
whether you’re in the disability system or the aged
care system.” (service provider)

They also raised concerns about people who had been
receiving appropriate supports through the NDIS but
lost access after turning 65. The process of being
transferred to aged care was often automatic, poorly
communicated and against the person’s preferences.
“The NDIA... have made a decision that they are not
going to fund... [and] instead... feel that the best place
for him... is residential aged care. Completely against
his wishes...” (support coordinator)

This forced transition brought emotional distress, loss
of services and disruption in care coordination. The
right to choose the most appropriate form of care was
often lost—despite the fact that many people with
young onset dementia may not want, need, or belong
in residential aged care. Even when aged care is
appropriate, services often lack the flexibility, rights
orientation and younger-person inclusion that NDIS
structures are designed to support.

Participants advocated for:

e Parity in funding between NDIS and aged care
systems, based on assessed need rather than age

e Legal recognition of dementia as a disability
at all ages, with the right to remain in the NDIS
where appropriate

e Flexible transition policies that prioritise
continuity of care and individual preferences

¢ Investment in dementia-specialist services
within aged care, ensuring these environments
are suitable for younger people

This theme demonstrates how arbitrary system
divisions produce real-world inequities. In the
context of young onset dementia, age—not need—
continues to determine access to care, autonomy
and quality of life.
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Theme 10: Restrictive Practices and
Risk Aversion

Reforms to restrictive practices—particularly the

use of chemical restraint—in aged care and disability
settings were designed to protect human rights and
reduce the inappropriate use of sedation. However,
for people with young onset dementia, these policies
have sometimes produced unintended harms,
especially when interpreted narrowly or applied
without flexibility.

Service providers in the roundtable described
situations where residents were experiencing
significant behavioural and emotional distress—yet
staff were prevented from intervening with clinically
indicated medications because of regulatory and
guardianship barriers. In these cases, the emphasis on
avoiding restraint could result in prolonged suffering
and a failure to provide compassionate care.

One provider described residents who were clearly
in distress but unable to receive timely support:

“They were terrified of their environment, hiding
under their bed, unable to eat and drink because of
their high levels of anxiety... To leave a resident in a
highly stressed, anxious, unsupported state is not
just cruel, it’s inhumane.” (service provider)

Participants acknowledged that oversight is necessary
and that medication can be misused. However, they
also emphasised that when used appropriately,
medication can dramatically improve quality of life.

“There are individuals that their quality of life is so
much better... It is a significant issue... Sometimes
GPs can be a bit lazy and just go, ‘Oh, here you go,
have that for agitation,” and that triggers restraint
as opposed to the real reason for giving [the
medication].” (service provider)

Frustration was particularly acute when substitute
decision-makers—such as public guardians—refused
to approve medications even in situations where the
care team and family supported their use.

“In previous decisions where... it is beneficial that
they have a restrictive chemical restraint... [the
public guardian] will not approve that practice.”
(service provider)

These scenarios create an ethical dilemma for
providers, who are caught between legal compliance
and their duty of care. Participants described the
moral injury associated with witnessing ongoing
distress without having the authority to intervene.
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Participants recommended:

e Case-by-case decision-making grounded in
clinical ethics and knowledge of the individual’s
history and preferences

e Clearer clinical protocols that enable experienced
health professionals to act promptly and ethically,
in acute situations, with appropriate safeguards

e Timely, informed, and responsive guardianship
decisions where consent is required

e Policy reform that balances human rights
protections with quality of life, comfort and
symptom relief

This theme illustrates one of the core tensions in
modern dementia care: the need to protect individuals
from harm without stripping away the supports that
can reduce suffering. For some, dignity means avoiding
medication—but for others, it means receiving
appropriate medication promptly, respectfully

and without bureaucratic delay.

Theme 11: Carer Responsibilities and
Lack of Coordinated Support

Carers play an essential but often unsupported

and under-recognised role in the lives of people with
young onset dementia. Across both interviews and the
roundtable, participants described the emotional,
physical and administrative responsibilities of caring
for someone with a progressive neurocognitive
condition. This caring role is intensified by the lack of
coordinated support and the assumption that families
will navigate complex systems—health, disability,
legal, financial—on their own.

One carer reflected on the early period after
diagnosis:

“If you've got younger onset dementia, you're told
you've got a diagnosis and ‘run away and get your
things in order.” Somebody needs to help them get
through that sort of stuff... You actually need a
coordinator who's got a finger on the pulse for
what young onset dementia needs are.” (carer)

Carers frequently described acting as the system
navigator, legal advocate, emotional support, crisis
responder, and informal care coordinator—all while
managing jobs, parenting responsibilities or their own
health. Even families with resources and knowledge
of the health system found the processes reactive
and fragmented.

Service providers also highlighted the scale of
misinformation and lack of guidance carers face.
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“Improving access to legal services and advice would
probably have the greatest amount of change in the
shortest period of time. ... Most of those referrals, I'm
on the phone with them—sometimes over an hour—just
clearing the misinformation and the misguidance that
people have been given.” (service provider)

Others noted the challenge of communicating the level
of support required, particularly when assessments
focused narrowly on mobility or physical abilities. One
carer explained that the system often failed to grasp
the reality of 24-hour supervision and behavioural risk,
not just physical assistance.

The emotional aspects was equally profound. Carers
described living in a constant state of alert—always
monitoring, redirecting, explaining. There were
moments of grief, guilt, and emotional exhaustion,
especially when care needs escalated rapidly or when
carers had no option but to advocate repeatedly just
to be heard.

Service providers acknowledged these concerns and
were candid about the system’s reliance on informal,
unpaid care.

“The system is built on the assumption that carers will
Just pick it up and keep going. Without them, it would
fall apart.” (service provider)

Participants called for a reimagining of carer support—
not as an optional add-on, but as a core element of
good dementia care. Recommendations included:

e Dedicated case coordination for families from
the point of diagnosis

e Funding for specialist dementia navigators or
“care quarterbacks”

e Flexible respite models tailored to working-age
carers and complex family dynamics

e Emotional and peer support programs specifically
designed for spousal and parental carers

e Formal recognition of carers as expert partners in
care planning and decision-making

This theme makes clear that systems built without
carers in mind will inevitably fail. If carers are expected
to carry the weight of responsibilities, they must be
equipped, supported, and recognised for the role

they play.
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