Decision making, guardianship,
and people with Down syndrome

“My daughter turns 18 soon. Do I need to organise guardianship?”
“I’m worried that my brother is giving all his money to people who
say they are his friends. What can I do?”
“The bank says we need to get guardianship of our son to open
a bank account. Is that correct?”
This fact sheet discusses common questions people ask about decision-making
and guardianship. It contains information about:
• Decision-making rights and the laws that protect those rights,
• Alternatives to guardianship,
• Supports to help with decision-making,
• Information about guardianship and administration, and
• Where to find further information and get advocacy help.

Please note: This is general information. Laws vary between states and territories,
so there are eight different guardianship laws and the departments, courts and
tribunals responsible for them. They vary widely in how they operate, so it’s
important to always seek information specific to where you live.
Also, Down Syndrome Australia has written this fact sheet based on information
currently available. But laws and procedures change from time to time. For example,
at the moment, changes are proposed at international and national levels regarding
the role of guardianship. So make sure that any information you use is up to date.
There is a list of the current laws, relevant departments and tribunals for each state
and territory at the end of this fact sheet.
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What is guardianship?
The aim of Guardianship is to safeguard the best interests of people with decisionmaking disabilities, including intellectual disability. State and territory tribunals
can appoint guardians to make decisions on behalf of a person when the person is
regarded as unable to make those decisions themselves, and other less restrictive
options are not adequate.

Decision making
What rights do people with Down syndrome have when it comes
to making decisions?
Just like anyone else over 18, people with Down syndrome have the right to make their
own decisions about their lives. Some people with Down syndrome are able to make
their own decisions independently, and some will need varying levels of support.
Most people have informal support from family and friends to make decisions, and
help to learn how to make their own decisions. Governments and most agencies and
organisations recognise this informal support.
Yet families say they are often told that they should routinely apply for guardianship
when their son or daughter turns 18. Or they are told by organisations such as banks,
government agencies and service providers that they need guardianship in place.
But neither of these is correct, and there are usually better, simpler and less restrictive
alternatives. So it’s vitally important to know the facts about rights and what the
alternatives to guardianship are.

What does the law say about decision-making and guardianship?
Decision-making rights are protected at international, national and state level.
These include:

International
The UN Convention on the Rights of Persons with disabilities (UNCRPD), which
Australia has signed. The key principles of the UNCRPD include respect for inherent
dignity, individual autonomy including the freedom to make one’s own choices, and
independence of persons. The UNCRPD says that people with disabilities have equal
rights to own or inherit property, to control their own financial affairs and to have
equal access to bank loans, mortgages and other forms of financial credit, and should
not be arbitrarily deprived of their property.
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The UNCRPD says that while sometimes people may need safeguards to protect
them, any safeguards must be appropriate, proportional and tailored to the person’s
circumstances at the time. Safeguards should only apply for the shortest time
possible, and be regularly reviewed by an independent and impartial body.
The UNCRPD also says that people with disabilities should get the support they
need to participate effectively in all legal proceedings, which would include
guardianship hearings.

National
The Australian Law Reform Commission (ALRC) carried out an inquiry that looked at
Australian laws about legal status and capacity of people with disabilities, how they
are carried out and their impact on people’s rights and recognition. They produced
a report in 2014 that included a set of principles that should be applied to relevant
Australian laws to ensure they are in line with the UNCRPD position. You can find
more about this, including an Easy Read report here:
https://www.alrc.gov.au/publications/equality-capacity-disability-report-124

State and Territory
In Australia, each state and territory is governed by its own laws, and each has its
own processes and bodies that oversee and make decisions about guardianship. You
should always consult the law and processes in your state or territory. However, all
states and territories say that guardianship should always be a last resort. They say
that guardianship should only be applied when other less restrictive measures of
assuring the person’s wellbeing and safety have been considered and found to be
inadequate or unsuitable.

Is guardianship automatically required when a person with Down
syndrome turns 18?
When someone turns 18, they become an adult and are legally entitled to make their
own decisions. This is the same for people with Down syndrome as anyone else, even
if their decision-making capacity is limited. Guardianship is not mandatory when a
young adult with Down syndrome turns 18.

Do I need guardianship to interact with government agencies or
other organisations on behalf of the person with a disability?
It is important to know that government agencies do not require guardianship for a
family member or support person to interact with the agency on behalf of a person
with a disability.
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Family members and support workers often play a key role in helping the person
with Down syndrome to access support and to liaise with government agencies
and departments. For example, family members and other support people can be
a contact person or nominee when dealing with Centrelink, Medicare and NDIS.
Nominee rules are different for each agency. You can find more information here:
NDIS – https://www.ndis.gov.au/understanding/families-and-carers/
guardians-and-nominees-explained
Department of Human Services – Centrelink and Medicare –
https://www.humanservices.gov.au/individuals/enablers/someone-deal-usyour-behalf/30251
Some banks will tell families they need to have formal guardianship to open a bank
account for their son or daughter, for example an account to hold their pension, wages
or NDIS funds. This is incorrect. You can open an account with most banks without
this requirement, though you will need to provide documentation to prove identity.
If your bank insists you need guardianship, it is an internal rule and not based on
guardianship laws. You can go elsewhere, and other families can often recommend
a good bank – some will offer a no-fees account similar to accounts for seniors. Most
families organise joint signatories to the account so they can be use the account easily
and safely.
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How can we help our family member with Down syndrome when
it comes to making important decisions?
Most adults with Down syndrome do not have formal guardians, but do have
informal support from family and friends to make decisions. This can be very
informal and natural, or you can use a supported decision-making process for bigger
decisions. The important thing is that families, friends and support workers don’t
make people’s decisions for them. People should be supported to make their own
decisions. We need to make sure the person gets the information and any support
they need, and practice, to make choices.
As parents age, it is good to have other people involved. This might include siblings
or other family. Some people may have a group of supporters, such as a Circle of
Support, Personal Network or a Microboard that can use Supported Decision Making
to help them make important decisions.

What is Supported Decision Making?
Supported decision making allows people with a disability to make decisions
about their own lives, with the support of trusted people. It is about helping a
person understand the information they need, such as thinking about the possible
consequences, when making a decision, so that they can make their own choice about
what is best for them. It is about how to make a decision, not influencing what that
decision should be.
Everyone uses supported decision making. We check with family and friends,
colleagues and classmates, mentors and mates before we make decisions. We talk
through the possible good and bad outcomes of a decision with trusted people when
we’re thinking about all sorts of things – like whether to go on a blind date, buy a used
car, change jobs, renew a lease, and so on.
This Down Syndrome Australia resource explains what supported decision making
is, why it is important, and how to make it happen. There are links to some practical
guides and tools to help you with supported decision making.
https://www.downsyndrome.org.au/wp-content/uploads/2020/02/
DSASupporteddecisionmakingforwebsite.pdf
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How does guardianship relate to supported decision making?
If the person with a disability cannot make a decision, even with supports in place,
then guardianship is the last resort. However, it is critical that the will and wishes of
the represented person are followed to the greatest possible extent.
The UNCRPD outlines the international human rights specific to people with
disabilities. Substitute decision making, such as plenary guardianship (covering all
aspects of a person’s life), contravenes aspects of the Convention. Therefore, to
protect people’s human rights, supported decision making is preferable and every
effort should be made to achieve this.

When is guardianship not necessary?
State and territory bodies agree that it is not necessary to appoint a guardian
when informal arrangements can ensure the person’s best interests are being met.
For example, a substitute decision maker is not needed when:
• A person with a decision-making disability is able to manage and maintain a
reasonable quality of life for themselves.
• The person is being adequately supported and cared for by others.
• There are no personal or family conflicts about the person’s care and support needs.
• There are no major problems or issues that are posing an immediate or imminent
threat to the person’s quality of life.
Source: Office of the Public Advocate (WA)

When might guardianship be considered as an option?
• If a person cannot make a decision, even with supports in place, and there are no
ongoing, reliable informal supports to make decisions in the person’s best interests.
• When there is a current situation where a person needs someone with legal
authority to make decisions in their best interests.
• When there is unresolved conflict between family members and/or primary carers
about the person’s best interests.
• When there are concerns that the person may be at risk of neglect, exploitation
or abuse.
Guardianship is a protective measure that significantly affects a person’s legal
capacity and autonomy. In effect, it takes away their rights to make their own
decisions about their lives. So, while families or others may apply for guardianship,
it is a court or tribunal that will decide if a guardian is needed, who the guardian
will be, and what decisions they will have responsibility for on behalf of the person.
The tribunal will set out the terms of the guardianship in the guardianship order.
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What is decision-making capacity?
Decision-making capacity is a legal term. The legal definition of decision-making
capacity is different in each state or territory. In general terms, it means a person
is able to make a well-informed choice by:
• understanding the information they need to make a particular decision
• seeing possible consequences and risks that might happen
• weighing up and assessing the options.
Legal capacity means a person is able to make legal decisions for themselves.
People who are judged not to have ‘legal capacity’ are not allowed to make their
own (big) decisions.
All adults are assumed to have legal capacity, including people with Down syndrome,
unless a guardian has been appointed or power of attorney granted through the
proper formal legal processes. A guardian can be appointed just to make some
decisions about specific areas, such as treatment or accommodation, which means
the person still has the capacity for other decisions.

What does guardianship cover?
Guardians may make decisions relating to things like living arrangements, treatment
and health care. They may also cover things such as who can be in contact with the
person, what services they receive, or about education, employment, and social and
recreational decisions.
There are different forms of guardianship:

Limited guardianship
If a person is managing well in most areas of life, but needs help in some areas,
tribunals can appoint guardians to help with a particular set or type of decisions
according to what the person needs. Tribunals should always try to impose the least
restrictive guardianship as possible.

Plenary guardianship
This kind of guardianship covers all aspects of a person’s life.

Enduring guardianship
A guardian can be appointed to make decisions for a person when they can no
longer make their own decisions. The person has to give their consent for enduring
guardianship to be approved. Enduring guardianship is most common when people
are ageing or their health is declining.
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Is guardianship similar to power of attorney?
Power of attorney is when someone represents the person for legal matters such
as signing documents for a bank loan where that person must provide consent.
Guardianship concerns general decision making over things like self-care or housing
and is imposed upon the person through the appointed guardian. Guardianship does
not automatically give guardians powers to make decisions about financial or legal
matters. They will also need a Power of Attorney.

Who can be appointed as a guardian?
To be a guardian, a person needs to:
• be over 18 years old
• consent to act as guardian
• satisfy a tribunal that they are suitable, will act in the best interests of the person,
and do not have any actual or potential conflicts of interest.

Who is the best person to be appointed as a guardian?
Tribunals prefer to appoint family members as guardians. However, sometimes
family members aren’t available or appropriate, so the tribunal will consider other
people in the person’s life such as good friends. If no family or friends are available
or appropriate, or if there is conflict over who should be appointed as a guardian,
the court or tribunal will appoint an independent guardian from the state-based
Office of the Public Advocate or Office of the Public Guardian.
Things to think carefully about when choosing a guardian are:
• The wishes of the person with Down syndrome.
• Family relationships.
• Conflicts of interest, for example whether the guardian themselves have any
advantage or disadvantage if they carry out the role.
• Whether the proposed guardian will be available and accessible when they
are needed.
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What is a guardian’s role?
A guardian’s role is to make decisions on behalf of the person with a disability.
The guardianship order may specify what decisions they are able to act upon.
The guardian must act in the best interests of the represented person and will:
• act as an advocate
• encourage the represented person to participate in the community
• encourage independence and ‘reasonable judgment’
• protect the represented person from neglect, abuse or exploitation
• take the wishes of the represented person into account as much as possible
• take decisions that are the least restrictive of the represented person’s rights
and personal autonomy.
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How long do guardianship orders last for?
• Guardianship orders are for a specific period of time and most orders last
between twelve months and three years. The tribunal also has the power to make
guardianship orders for shorter periods of time.
• Guardianship orders are generally reviewed yearly, but a review can be made at
any time during the operation of the order.
• Plenary guardianship is permanent to a degree; however, it can be reviewed by the
tribunal and may be revoked at any time if the tribunal believes that the appointed
guardian is not or has not acted in the best interests of the represented person.

What safeguards and reviews are in place regarding guardianship?
A guardian is accountable to the tribunal for carrying out their role correctly.
The tribunal may review and reassess the guardianship order if there is concern
that the guardian is not acting in the best interests of the represented person.
A guardian may receive support and advice from the tribunal at any time, to ensure
that the wishes and best interests of a represented person are upheld.

What can we do if we don’t agree about guardianship? Can we
contest a guardianship order?
Guardianship can be contested if it is in the process of being made or if it has already
been made.
When in the process of being made:
• In each state or territory, the guardianship order is made by a tribunal who will
consult with interested parties and listen to their concerns. Interested parties
include relatives, carers and medical professionals.
When it has already been made:
• If the guardian is not acting in the best interests of the represented person,
or there is a conflict of interest, you may apply to the tribunal to overturn either
the individual decision or the guardianship order.
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More information/useful resources
Disability advocacy organisations
https://www.dana.org.au

Supported decision making toolkit
http://www.adacas.org.au
https://autisticadvocacy.org/policy/toolkits/choices/
http://www.austguardianshiplaw.org

Planning for the future: Improving the lives of Australians
https://www.dss.gov.au/sites/default/files/documents/01_2015/13_planning_
for_the_future_people_with_disability_0.pdf
Circle of Support
Microboards
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State and Territory Legislation, Relevant Departments and Tribunals
Legislation

Tribunal

Department

VCAT

Office of the Public Advocate

Victoria
Guardianship and
Administration Act
1986 (VIC)

https://www.publicadvocate.vic.gov.au/
guardianship-administration

New South Wales
Guardianship Act
1987 (NSW)

NCAT

NSW Trustee and Guardian
https://www.tag.nsw.gov.au/enduringguardianship.html

South Australia
Guardianship and
Administration Act
1993 (SA)

SACAT

Office of the Public Advocate
http://www.opa.sa.gov.au/what_we_do/
guardianship

Queensland
Guardianship and
Administration Act
2000 (QLD)

QCAT

Queensland Civil
and Administrative Tribunal
https://www.qcat.qld.gov.au/mattertypes/guardianship-for-adults-matters

Tasmania
Guardianship and
Administration Act
1995 (TAS)

Guardianship and
Administration Board

Guardianship and Administration Board

State Administrative
Tribunal

Office of the Public Advocate

https://www.guardianship.tas.gov.au

Western Australia
Guardianship and
Administration Act
1990 (WA)

https://www.sat.
justice.wa.gov.au/G/
guardianship_and_
administration.aspx

https://www.publicadvocate.wa.gov.au/
default.aspx

Northern Territory
Guardianship of Adults
Act 2016 (NT)

NTCAT

Office of the Public Guardian
https://www.ptg.act.gov.au/guardianship

Australian Capital Territory
Guardianship and
Management of
Property Act 1991 (ACT)

ACAT

Public Trustee and Guardian
https://www.ptg.act.gov.au/guardianship
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Disclaimer
The information in this resource is general in nature and
does not constitute advice. Down Syndrome Australia will
not be held responsible for any decisions made as a result of
using this information. The contents of the resource do not
constitute legal advice and should not be relied on as such.

1300 881 935
18/71 Victoria Crescent, Abbotsford VIC 3067
info@downsyndrome.org.au
www.downsyndrome.org.au

