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1Executive Summary

Executive Summary
Aims
This research aimed to understand the significance of supported decision-making to the 
lives of people with cognitive disabilities, identify its essential elements common to anyone 
with cognitive disabilities in any context, and locate key implementation issues. For this 
Report, we understand people with cognitive disabilities to include people with intellectual 
disabilities, acquired brain injury, dementia and mental health conditions. Synthesising the 
research findings, this Report articulates the benefits of supported decision-making, sets out 
nine principles and eight essential elements of a ‘Diversity, Dignity, Equity and Best Practice 
Framework for Supported Decision-making’ and recommends implementation strategies.

Methods
Different methods feature in each part of the study. The full findings from each appear  
as appendices.

• A rapid focused, narrative review of local and overseas peer-reviewed and grey literature, 
concentrating on issues central to project aims (Appendix A).  

• An online survey of research and practice networks to locate recent initiatives and research 
in progress (Appendix B). 

• Focus groups and individual interviews to build new empirical data, capturing experiences  
of supported decision-making and opinions about essential elements of a framework from  
a cross-section of 77 people with cognitive disabilities, family members, representative 
groups, policy makers and advocates (Appendix C). 

• An Australian advisory forum of individuals and representatives of organisations experienced 
in practice, policy and advocacy around supported decision-making, to test ideas and 
provide feedback as the research progressed. 

Issues of severity and type of cognitive disability are pivotal to debate about supported decision-
making. Consequently, the language in this Report at times departs from that of ‘high support needs’ 
preferred by the Disability Royal Commission. Children were outside the scope of this Report. 

Approaches to supported decision-making 
There is no shared understanding of supported decision-making across Australia, so there  
is no agreed approach or direction for reform. 

A binary approach is the most common. This sharply distinguishes between supported and 
substitute decision-making: either there is supported decision-making where a person is 
supported to actively participate in making the decision and retains control of it; or there is 
substitute decision-making when, even with support, a person cannot actively participate in 
making a decision and a substitute decision is made by others based on the person’s perceived 
‘best interests’. The binary approach excludes people with severe cognitive impairments from 
supported decision-making. 
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In contrast, the principled approach to supported decision-making adopted in this Report 
understands it as a continuum of decision support. It includes a person being supported to 
make their own decisions as well as decisions made based on a supporter’s interpretation of 
the person’s will and preferences. Under the principled approach, supported decision-making 
can be embedded in most forms of decision support. If a person cannot actively participate or 
communicate their will and preferences, the supporters’ best interpretation of the person’s will 
and preferences is applied (‘will and preferences substitute decision-making’). 

Issues of risk mean that the principled approach to supported decision-making does not extend 
to all decisions. As a last resort and in very limited circumstances a decision guided by the 
person’s personal and social wellbeing being as well as will and preferences (‘personal and 
social wellbeing substitute decision-making’) can be made. This only occurs where a person’s 
stated or interpreted will and preferences involve risk of serious, imminent physical or financial 
harm with lasting consequences to themselves (including incurring civil or criminal liability), 
and that person is unable to understand that risk even with support. Under the recommended 
principled approach, the relevant marker of supported decision-making is that a person’s  
stated or perceived ‘will and preferences’ remain at the centre of the decision. Thus, supported 
decision-making does not extend to personal and social wellbeing substitute decision-making 
which is invoked in rare situations of serious risk to the person.

Diversity of supporters and contexts of supported 
decision-making
Decision supporters are diverse, and not easily categorised. They include unpaid informal 
supporters, paid supporters providing decision support as part of other day-to-day or intermittent 
professional support, and paid supporters with dedicated decision support roles. 

People with cognitive disabilities who benefit from supported decision-making are similarly 
diverse. Their need for support may be lifelong, episodic or acquired during adulthood.  
The degree and type of support a person needs depends on their disability as well as  
other characteristics such as culture, context and the type of decision. The need for supported 
decision-making spans all life domains and occurs at home, in civil society, and across multiple 
service systems, institutions and jurisdictions. Much supported decision-making occurs 
informally as part of the everyday support provided by paid or unpaid supporters.

Benefits of supported decision-making
Supported decision-making is a fundamental strategy for putting rights into practice. It is 
important to safeguarding, empowering and furthering the wellbeing of people with cognitive 
disabilities. It has benefits beyond the individual by emphasising the importance of social 
connections and promoting change to social attitudes towards people with disabilities. 
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Principles of a supported decision-making framework 
We propose a ‘Diversity, Dignity, Equity and Best Practice Framework for Supported  
Decision-Making’ (Framework) to guide all supported decision-making legislation, policy, 
programs and practice across all jurisdictions, service systems, people with cognitive 
disabilities, types of decisions and contexts in Australia. 

Chapters 1 and 2 discuss the nine universal principles of the Framework. The first four are 
based on the 2014 report of the Australian Law Reform Commission and the other five emerged 
from the research for this study. In particular the principles address: the rights of all people 
to autonomy and to access support to make decisions; the uncertainty about the nature of 
supported decision-making through the adoption of the principled approach to supported 
decision-making; the deep inequities that exist in access to resourceful family or other sources 
of informal support for decision-making through adopting a principle of distributional equity; and 
the need to bring the perspectives of people with lived experience of cognitive disability as well 
as experiences of supporters to the fore through their co-leadership and co-design of future 
supported decision-making initiatives.
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Recommendation 1 Nine universal principles should inform the Framework  
for supported decision-making:

Principle 1: The equal right to make decisions . All adults have an equal right to  
make decisions that affect their lives and to have those decisions respected. 

Principle 2: Support . All people who require support in decision-making must be 
provided with access to the support necessary for them to make, communicate and 
participate in decisions that affect their lives. 

Principle 3: Will, preferences and rights . The will, preferences and rights of people  
who may require decision-making support must direct decisions that affect their lives.

Principle 4: Safeguards . Laws, legal and policy frameworks must contain appropriate 
and effective safeguards in relation to interventions for people who may require  
decision-making support, including to prevent abuse and undue influence.

Principle 5: Principled approach to supported decision-making . A principled  
approach to the concept and practice of supported decision-making should be adopted  
that keeps an individual’s stated or perceived ‘will and preferences’ at the centre of 
decision-making. This approach recognises the realities of the practice of providing 
supported decision-making, particularly for those with severe cognitive disabilities.

Principle 6: Best interpretation of will and preferences . In the very limited 
circumstances where a supporter has not been able to elicit a person’s will and 
preferences a decision should be based on their best interpretation of what the  
person’s will and preferences would be.

Principle 7: Dignity and risk . The dignity and importance of taking risks is  
acknowledged and supported. In very limited circumstances, where a person’s stated  
or inferred will and preferences involve risk of serious, imminent physical or financial  
harm with lasting consequences to themselves (including incurring civil or criminal 
liability), and that person is unable to understand that risk even with support, personal  
and social wellbeing substitute decision-making is applied as a last resort with the 
person’s personal and social wellbeing at the centre.

Principle 8: Distributional equity . All supported decision-making reform and initiatives 
should be premised on the ethical principle of a commitment to distributional equity of 
access to supported decision-making. Those experiencing disadvantage in access to 
support for decision-making should be given priority in new programs.

Principle 9: Co-leadership of people with cognitive disabilities . People with cognitive 
disabilities and supporters of people with severe cognitive disabilities should lead 
consultation and design processes for supported decision-making reform and initiatives.
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Elements of the Framework 
The Framework includes eight essential elements as design imperatives for operationalising 
universal principles and development of supported decision-making law, policy, programs  
and practice. The rationale for each, and recommendations for implementation are set out  
in Chapters 3-8. 

Recommendation 2 Eight elements be included in the Framework . 

• Element 1: Recognising diversity in supported decision-making 

• Element 2: Interrelationship of supported decision-making with other systems 

• Element 3: Use of best practice and ethical supported decision-making 

• Element 4: Capacity building at individual, system and institutional levels 

• Element 5: Safeguarding, quality assurance and oversight 

• Element 6: Enabling forward planning 

• Element 7: Adequate funding  

• Element 8: Strategies to build social connections 

Element 1: Recognising diversity in supported  
decision-making (Chapter 3)
People who need support for some or all decisions, differ in terms of type and severity of cognitive 
impairment, personal attributes and identity such as age, gender, sexuality, cultural background, 
socioeconomic status and other forms of human diversity. Those differences impact in various 
ways, including: whether and how cognitive abilities change over time; the extent and nature  
of social connections; the service systems they engage with; personal histories of living with  
or without a cognitive disability; cultural expectations relating to autonomy and forms of support; 
geographical and economic barriers and enablers to accessing formal and informal support. 

Different approaches to implementing supported decision-making are needed to account for 
the diversity of people who benefit from it. Recognising diversity is essential to the Framework 
in ensuring that universal principles are translated into law reform, policy, programs and best 
practices appropriate to meeting diverse disability-related support needs, and social and  
cultural contexts. 

The knowledge base about the practice of supported decision-making is very uneven, posing 
major challenges in designing initiatives for some identity or cultural groups. In particular, 
there is very little research about supported decision-making with First Nations people, people 
identifying as LGBTIQ, or people from culturally and linguistically diverse backgrounds. 



6 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

Recommendation 3 Reform of law, policy and development of initiatives must 
take account of the diversity of people with cognitive disability, contexts and 
supporters, decisions, jurisdictions and systems to ensure that universal 
principles are translated into the types of programs and best practice that  
are appropriate to meeting diverse disability-related support needs as well  
as diverse social and cultural contexts .

3.1  Funding priority and specific attention should be given to the design of the suite  
of measures that aims to further understand how the principles and elements of  
the supported decision-making framework can be interpreted and applied to culturally 
and linguistically diverse and First Nations community settings. This should include 
recognition of informal expressions which expand or refine the intention behind 
decisions to appoint a supporter or substitute decision-maker and expectations  
of those supporters.

3.2  It is too early in the development of supported decision-making programs and there 
is too little evidence about its implementation across diverse groups, sectors and 
institutional arrangements to be prescriptive about a consistent programmatic type  
of supported decision-making. There should be continuing room for innovation and for 
evidence to be gathered about what works, in what contexts, for whom.Nevertheless, 
all developments should be driven by the application of universal principles of 
supported decision-making.

Element 2: Interrelationship of supported decision-making 
with other systems (Chapter4)
People with cognitive disabilities require support with decision-making within and across the 
boundaries of the multiple jurisdictions, services, institutions and informal spheres of life with 
which they interact. These have differing values, legislative frameworks and traditions, resulting 
in considerable inconsistencies in approaches to decision support. Supported decision-making 
cannot stand alone, rather holistic law, policy and practice reform is required to embed and 
operationalise it within multiple formal systems and informal civil society arrangements. 

There is also potential to reform the best interests substitute decision-making provisions that are 
entrenched in systems such as guardianship and administration, NDIS and Centrelink nominee 
provisions, and forward planning legal instruments such as enduring powers of attorney, which 
impact high numbers of people with cognitive disabilities now and potentially in the future.
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Recommendation 4 The interrelationships of supported decision-making 
with other formal systems and informal spheres of life means that supported 
decision-making cannot stand alone and must be embedded in and connected 
to existing systems with different institutional and legislative frameworks.

4.1  Context-specific supported decision-making action plans should be produced for 
different service systems and institutional settings, each outlining a portfolio of legislative 
and non-legislative measures to improve quality and take up of supported decision-
making in that context, while adhering to a shared agreed set of universal principles.

4.2  All ‘unsound mind’ provisions in Australian electoral law should be repealed, and 
strategies put in place to ensure all people with cognitive disabilities are enrolled  
to vote but not penalised if they choose not to.

4.3  State or Territory laws enabling ‘default’ substitute decision-makers for healthcare 
decisions should be reformed so that substitute decisions made by default substitute 
decision-makers accord with a principled approach, have the will and preferences  
of the person at the centre, are a last resort and for the shortest possible time.

4.4  State or Territory laws allowing self-appointment of substitute decision-makers with 
authority to make decisions once a person is no longer able to make decisions should 
be reformed to reflect a principled approach to supported decision-making and ensure 
that decisions made by the substitute decision-maker are in accordance with the will 
and preferences of the person.  

4.5  Centrelink payment nominee, correspondence nominee and associated arrangements 
should be reformed to reflect a principled approach to supported decision-making and 
ensure that decisions made by the substitute decision-maker are in accordance with 
the will and preferences of the person. 

4.6  NDIS nominee provisions should be reformed to reflect a principled approach to 
supported decision-making and ensure that decisions made by the substitute 
decision-maker are in accordance with the will and preferences of the person. 

4.7  State and Territory guardianship and administration laws should be reformed in 
accordance with a principled approach to supported decision-making. New statutory 
tribunal appointed supporter roles (similar to Victoria) should be implemented but 
consideration given to the need for a person to consent to tribunal appointed supporters 
or for decision-making capacity to be restored as a condition of appointment.

4.8  Collection of monitoring data on trends in various types of support, nominee, attorney/
guardianship powers should be collated and surveys undertaken to obtain data about 
informal arrangements. The Australian Institute of Health and Welfare may be an 
appropriate body to have carriage of this responsibility. 
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Element 3: Use of best practice and ethical supported 
decision-making (Chapter 5)
Supported decision-making practice frameworks grounded in evidence are an important guide 
for supporters, providing reference points for support processes and a form of accountability. 
The two most cited evidence informed frameworks are the La Trobe Support for Decision-making 
Practice Framework and the one by the Australian Cognitive Decline Partnership Centre, both of 
which were endorsed by study participants as good practice. They share similar elements such 
as knowing the person, identifying the decision, and exploring options and will and preferences 
before identifying constraints on the decision. These practice frameworks highlight the need 
for person and context specific knowledge. The most common requirement for supporters is 
time and self-reflection. The high emotional load and complex task of decision support must be 
recognised through programs to build supporter capacity. The practice literature about specific 
groups is uneven, with very little research regarding people with more severe or profound 
cognitive disabilities, or the impact of formal recognition of supporters on the quality of support.
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Recommendation 5 Use of evidence-informed best practice frameworks  
in supported decision-making should be central to all supported  
decision-making programs and initiatives

5.1 The following categories be used to distinguish between supporters:

• Informal unpaid civil society supporters (for example, family, friends, 
associates, volunteers) with no formal recognition as a decision supporter 

• Unpaid civil society supporters with a formal appointment as a decision 
supporter for all or some decisions (for example, a friend appointed as  
a legally recognised supporter (‘supportive attorney’) in Victoria)

• Paid supporters who provide supported decision-making as part of their 
professional or support role and are monitored by their employer, subject  
to a code of conduct or professional registration requirements (for example, 
aged care workers or health care professionals)

• Paid supporters who are formally appointed and recognised as decision 
supporters (for example, a statutory guardian of last resort adopting a 
principled approach)

• Paid supporters who have a dedicated role in decision support and who 
may or may not be formally recognised (for example, an employed decision 
supporter in a funded pilot supported decision-making scheme).

5.2  A national repository of resources for best practice supported decision-making should 
be established and actively curated to assess the strength of evidence on which they 
are based and promote dissemination of evidence informed resources. This would 
serve as a resource for dynamic communities of practice in sharing knowledge and 
experiences of supported decision-making generally, or for specific groups or sectors.

5.3  Further research is needed on different forms of recognition or legal standing for paid 
and unpaid supporters, and their impact on the quality of supported decision-making.

5.4  Further research is needed in particular on how supported decision-making can work 
in the context of people with disabilities with severe cognitive impairments.
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Element 4: Capacity building at individual, system and 
institutional levels (Chapter 6)
Change to the culture of systems and institutions, to community expectations and increased 
capacity of paid and unpaid supporters are needed to implement supported decision-making. 
Evidence on best practice supported decision-making should translate into training programs 
and resources widely disseminated to supporters and through communities of practice. A broad 
range of strategies, some with targeted audiences and others more generic, could increase the 
skills of all potential supporters, assist people with disabilities to know their rights to support, 
maximise effectiveness of support, raise community expectations about involvement of people 
with disabilities in decision-making, and contribute to cultural change.

Supporting people with cognitive disabilities to understand their rights to support for decision-
making and building their capacity to participate in decision-making is also critical to bringing 
about change. Strategies should reflect the value of peer support and self-advocacy groups  
in enabling people to exercise their rights and draw on research about developing  
self-determination from psychology and special education. 

Awareness and understanding of supported decision-making – as an element of disability  
rights more broadly – needs to be promoted across the wider public. This can be achieved 
through public awareness campaigns, embedding respect for disability rights in the education  
system; encouraging positive media coverage of disability related issues, and supported 
decision-making more specifically. The success of such campaigns will depend on inter-sectoral 
collaboration across different tiers of government, business and civil society organisations, 
educational institutions and the broader community.
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Recommendation 6 Capacity building at the individual, system and institutional 
level should be a key strategy for implementing all aspects of the Framework . 

6.1  A key focus in the design of new supported decision-making programs and initiatives 
should be capacity building of paid and unpaid supporters.

6.2  There should be a focus on capacity building of people with cognitive disabilities  
that enables development of their skills in decision-making and / or optimal use  
of available support for decision-making. This is particularly important across the 
entire life course for people with intellectual disabilities. 

6.3  Particular attention should be given to capacity building initiatives that account  
for the needs of diverse people, by disability type and severity, and for people  
from diverse cultural backgrounds and First Nations peoples.

6.4  Awareness of supported decision-making and skills in best practices should be  
built into the NDIS workforce competence framework and core competencies of  
all professionals involved in health, aged care, legal, financial, human service and 
criminal justice systems.

6.5  A proactive approach is needed to disseminate capacity building resources, 
especially to informal supporters. This should include proactive circulation of 
information about resources through diverse media and networks, and incentives  
for supporters to actively engage in capacity building programs.

6.6  To move away from a culture of protection to one that enables people to take on and 
experience risks, all supporters, organisations and institutions involved with people 
with cognitive disabilities should have access to education on risk enablement and  
the positive aspects of risk taking to avoid an overly protective approach to all types 
of risk.

6.7  To increase awareness, understanding and respect for disability rights, and  
decision-making rights in particular, there is a need for public awareness  
campaigns and embedding content on disability rights in the education system.
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Element 5: Safeguarding, quality assurance and oversight 
(Chapter 7)
Supported decision-making often happens in private spaces and in relationships of unequal 
power. This creates risk of manipulation, undue influence and abuse by supporters. Safeguards, 
quality assurance and oversight are integral elements of a supported decision-making 
framework. Different forms of oversight are needed for different contexts and supporters. 
Safeguarding can be implemented through standards and accreditation of services and their 
workers in the NDIS and aged care sectors and through professional registration and codes  
of conduct for allied health, medical, legal and financial professionals in a broad range of service 
systems. Practices such as formal documentation of supported decision-making processes, and 
scrutiny by third parties, may assist in monitoring the quality of support but these are resource 
intensive, and not equally effective in all settings.

Education, capacity building and incentives are more appropriate approaches for oversight 
and quality assurance for unpaid supporters. Informal monitoring can be achieved by having 
more than one supporter, providing ‘multiple eyes’ to look out for a person. Suspected abuse 
by supporters can be handled by existing processes, including those under offices of the Public 
Guardian or Public Advocates. Where unpaid supporters have some formal standing, their duties 
can be legislated, and tools like supported decision-making agreements may clarify expectations. 

Recommendation 7 Approaches to safeguarding, quality assurance and 
oversight should use strategies that best meet the needs of the different 
contexts in which supported decision-making occurs and are proportionate  
to risk . 

7.1  Existing disability rights advocacy organisations and decision support infrastructure 
– such as offices of Public Advocates, Public Guardians and tribunals – should be 
appropriately funded and used to deliver education, guidance and oversight  
of supported decision-making practice.  

7.2  Different approaches to safeguarding and monitoring are required for the different 
types of supporters. 

7.3  Education, training and financial incentives – rather than external regulatory 
monitoring, ‘codes of conduct’ or punitive measures – should be applied to  
improve the quality of supported decision-making by unpaid supporters. 

7.4  For formal supporters a range of measures are needed such as service and  
professional codes of conduct, standards or accreditation about supported  
decision-making. 
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Element 6: Enabling forward planning (Chapter 8)
Forward planning enables people to make their own arrangements for future needs for 
additional decision support. Existing legal instruments are nearly always about substitute 
decision-making. They are familiar to legal, health and aged care professionals, and often 
valued for reasons of convenience or protection from risk. There is potential to reform and 
expand these instruments to align with a principled approach to supported decision-making.  
A challenge with all forward planning is that will and preferences can change over time in  
a way that a person cannot always predict or plan for. Innovative measures are required  
to raise understanding among legal, health and aged care professionals about the broader 
benefits of embedding supported decision-making in forward planning discussions. 

Recommendation 8 All Australian legal instruments for forward planning should 
reflect a principled approach to supported decision-making by being directed 
by will and preferences, including that when a person with cognitive disability 
receives supported decision-making from an informal or formally appointed 
decision supporter enabling them to make clear their advance wishes, these 
wishes should be respected . 

8.1  State and Territory laws should be reformed to offer the option for people to  
self-appoint a legally recognised supporter for decision-making (as in Victoria). 
However, consideration should be given to setting the lowest possible level of 
understanding needed for such appointments and to providing the option of 
appointing enduring supporters. 

8.2  Create and widely disseminate ‘templates’ for forward planning that align with 
principles of supported decision-making and allow for recording statements  
of will and preferences.

8.3  Develop and deliver education programs – both for the public at large, and  
targeted at legal and medical professionals, disability and aged care support 
workforce – about the benefits and best practice for supported decision-making 
through forward planning.

8.4  Give particular attention to adapting forward planning legal instruments, templates 
and education for the needs of diverse people, by disability type and severity, and  
for people from diverse cultural backgrounds and First Nations people. 
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Element 7: Adequate funding (Chapter 8)
Significant resources are required to implement supported decision-making. This is particularly  
the case given the multiple systems where change and capacity building are required, the 
significant proportion of people without resourceful family or other unpaid supporters, the need  
for safeguarding and strategies for developing social connections for isolated people. Significant 
harm is likely if laws or programs are abolished that deny agency and autonomy – such as 
guardianship and other substitute decision-making – without adequate resources to implement  
all elements of the Framework. 

While paid dedicated decision supporters are an appropriate option of last resort for isolated 
people, funding should be separate from resourcing needed to promote supported  
decision-making in general. Any new ‘industry’ delivering paid dedicated decision support  
should be avoided.

Recommendation 9 Provision of adequate funding is needed to enable 
supported decision-making to be implemented within and across sectors  
and jurisdictions in Australia . This bespoke national funding should be  
separate from and additional to, reliance on funding from service packages  
in Commonwealth, State or Territory schemes such as the NDIS, Aged Care, 
and other individualised funding packages for support for people with  
cognitive disabilities .  

9.1  A comprehensive cost-benefit analysis, accounting for the full cost of implementing  
a full package of supported decision-making programs, against an assessment of  
the benefits to society should be undertaken which should also map which levels  
and branches of government will bear which costs.

9.2  NDIS, aged care and other State or Territory schemes for individualised packages 
of funding for support for people with cognitive disabilities should fund supported 
decision-making for participants who have no access to informal sources of support.
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Element 8: Strategies to build social connections  
(Chapter 8)
Many people with cognitive disability are socially isolated and have no access to any unpaid 
supporters. For them, supported decision-making depends on the availability of paid supporters 
who are likely to be their primary service providers. For this group, effective supported decision-
making depends on formal support to build informal social connections. However, common 
strategies such as circles of support and microboards rely on a person already having a core 
supporter around whom a network could be generated. There is a significant gap in evidence 
about costs and strategies for building and maintaining social connections for people without 
existing family or informal core supporters. 

Recommendation 10 Strategies to build social connections of people 
with cognitive disabilities who are socially isolated should be a priority 
investment in supported decision-making programs and initiatives .

10.1      A comprehensive research program to understand how to build social connections  
for people with cognitive disabilities who do not have existing strong family or  
informal relationships should be funded as a priority. 

10.2       Demonstration programs to build lasting and robust social networks of people  
with cognitive disabilities who are socially isolated should be funded and evaluated  
as a priority.
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Developing approaches to co-leadership and co-design 
People with cognitive disabilities and supporters of people with severe cognitive disabilities 
should lead consultation and design processes for supported decision-making reform and 
initiatives. Although good public policy rests on co-design there is much to be learned about 
effective co-design strategies with people with cognitive disabilities and especially how to 
include perspectives of those with more severe and profound impairments. 

Recommendation 11 People with cognitive disabilities and supporters of 
people with severe cognitive disabilities should lead consultation and design 
processes for supported decision-making reform and initiatives .

11.1      Further research is needed to ensure people with more severe or profound 
cognitive disabilities are not excluded from co-leadership and co-design efforts. 
This extends to research about the practices of inclusion of people with cognitive 
disabilities in advisory and co-design initiatives to understand how processes 
should be adapted to create inclusive environments and the types of skills and 
strategies required to provide effective tailored support to individuals to enable  
their participation.

11.2      The principles and elements of the Framework were derived through a process that 
involved extensive consultation with people with cognitive disability, advocates as 
well as professionals. However, this Framework should be debated, and refined 
further if necessary, in a process that involves co-leadership of people with disability 
and supporters of people with severe cognitive impairments. A reform agenda 
taskforce co-led by people with disability, including disabled people’s organisations, 
the Offices of Public Advocates and Public Guardians, carer organisations, disability 
service providers, NDIS, State, Territory and Commonwealth Government disability 
ministries should be established for this purpose. 

Conclusions
The Framework set out in this Report proposes the universal principles and essential elements 
to guide the implementation of supported decision-making legislation, policy, programs and 
practice across all jurisdictions, service systems, people with cognitive disabilities, types of 
decisions and contexts in Australia. The reform agenda needs to be both comprehensive and 
measured, recognising that law reform will play only a small part in shifting societal, professional 
and institutional cultures to view supported decision-making as the norm, rather than the 
exception. Reforms to embed supported decision-making must be centred around co-leadership 
and co-design with people with cognitive disability and their decision supporters, and engage  
all levels of government, non-government agencies, and civil society. 
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Chapter 1. Introduction

1.1 The project brief
This research was commissioned to inform the work of the Disability Royal Commission on  
the development and implementation of frameworks for supported decision-making in Australia 
and to make recommendations to give effect to Australia’s obligations under the Convention 
on Rights of Persons with Disabilities (CRPD).1 Article 12 of the CRPD articulates the right of 
persons with disabilities to enjoy legal capacity on an equal basis with others in all aspects of 
life and also holds signatory nations responsible for developing appropriate measures to provide 
access to persons with disabilities to the support they may require in exercising legal capacity. 

The study aims to: understand the significance of supported decision-making to the lives 
of people with cognitive disabilities; identify the essential elements of supported decision-
making frameworks common to all people with cognitive disabilities and contexts in Australia 
and identify issues key to implementing supported decision-making and practice in Australia 
including differences between groups and contexts. Supported decision-making among  
children was outside the scope of this Report.

The research questions posed by the Disability Royal Commission were:

Elements of supported decision-making frameworks

1. What does supported decision-making mean and look like in practice for people with 
disability? How does supported decision-making reduce the risk of violence, abuse,  
neglect and exploitation for people with disability in different contexts? 

2. What are good practice or innovative approaches to supported decision-making in  
Australia and comparative jurisdictions? How have these been assessed or evaluated? 
What underlying assumptions inform these different approaches? 

3. Are there essential or key elements that should inform supported decision-making frameworks 
for people with disability in Australia? Do these key elements differ according to the context (eg, 
NDIS vs guardianship) and the nature of impairment (eg, people with high support needs)? 

Putting supported decision-making frameworks into practice

4. How should the role of families, carers and supporters (including legal entities such as 
microboards) be recognised in supported decision-making frameworks? For example:  
Is it necessary to distinguish between support provided by family and friends, carers 
and support provided by paid professionals? Should quality assurance and accreditation 
standards be applied to advocacy or other organisations providing professional support,  
but not for support arrangements involving family or friends? 

5. What are the potential risks and impacts of a statutory supported decision-making  
framework on informal supported decision-making arrangements? 
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6. What safeguards, monitoring and oversight mechanisms need to be in-place for  
a supported decision-making framework?

7. Are there gaps in evidence and practice that could be informed by future research? 

8. What barriers — legislative or otherwise — exist in implementing supported  
decision-making frameworks in Australia? What could be done to address these? 

1.2 Methods
The research used mixed methods which comprised: 

Literature review: A rapid focussed narrative review of the Australian and international peer-
reviewed and grey literature concentrated on aspects central to project aims.2 Social science 
databases searched included PsycInfo, CINAHL, Embase and Medline, legal databases were 
also searched and hand searches conducted. Material published between 2011 to Sept 2021 
was included with a final count of 322 items. The comprehensive review and more details on 
methods is published as Appendix A to this Report.3

Brief online survey: A brief online survey, distributed to research and practice networks,  
aimed to capture recent initiatives, research work currently in progress or reports of projects  
on supported decision-making but not yet dealt with in the published literature due to  
publication time lags. The Report of this survey is published as Appendix B to this Report.

New empirical data: Focus groups and individual interviews conducted with 77 people 
collected data from a cross-section of people with cognitive disabilities, representative groups  
and other stakeholders on essential elements of supported decision-making frameworks 
and their implementation. To capture the diversity of people with cognitive disabilities and 
stakeholders interested in supported decision-making, and identify shared as well as group 
specific issues, the focus group sample included disability or sector specific groups as well 
those that represented broader constituencies. An analysis of the main themes in these  
data provided the lens and structure of this Report and is published in full as Appendix C.4 

Advisory group: A stakeholder group of Australian individuals and representatives of 
organisations experienced in practice, policy and advocacy around supported decision-making 
provided a forum for the research team to test ideas and gain feedback on work in progress. 

This Report synthesises key findings relevant to the questions posed by the Disability Royal 
Commission, drawing on data from the different parts of the study. The recommendations are 
addressed both to the Disability Royal Commission in its immediate work but also to the wider 
audience of those developing and implementing supported decision-making into the future.  
This Report was informed by feedback from the Advisory Group on the issues emerging 
from the data analysis and two days of discussion about supported decision-making and 
guardianship convened by the Disability Royal Commission in late May which were attended  
by two members of the research team. 
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The process of commissioning the Report and the necessarily tight time frame for its completion 
meant it was not feasible for the project to be co-led by representatives of the four main groups 
of people with cognitive disability who are its primary focus (people with acquired brain injury, 
mental health conditions, intellectual disabilities or dementia). We acknowledge this is a 
limitation of the study, especially considering our recommendation that reforms that promote 
supported decision-making should be co-led by people with cognitive disabilities and supporters  
of those with severe cognitive impairment. We note however that the views of people with 
cognitive disabilities were canvassed through their participation in focus groups or interviews,  
and the participation of representatives from key advocacy and peak bodies that seek to 
represent issues relevant to people with cognitive disabilities. 

Through this Report we have referred to specific groups of people with cognitive disabilities  
to ensure the differences and similarities between the large and diverse group included under 
this umbrella term could be brought to the fore. We have also referred, at times, to the ‘severity’ 
of cognitive disability, departing from the Disability Royal Commission’s preferred language of 
‘high support needs’. The language of high support needs is too generic and overly inclusive for 
the purpose of this Report. While it may be the case that most people with cognitive disability 
have high support needs, not all people with high support needs have cognitive disability. Also, 
severity of cognitive impairment is central to debates about supported decision-making and 
replacing severity with more generic terminology such as ‘high support needs’ risks losing  
the nuances of the arguments being made. 

This Report articulates the significance of supported decision-making, sets out principles and 
essential elements of a ‘Diversity, Dignity, Equity and Best Practice Framework for Supported 
Decision-making’ including necessary safeguards. Finally, it identifies barriers to implementation 
and proposes strategies for implementing best practice supported decision-making in Australia.

1.3 Different understandings of supported decision-making
The term ‘supported decision-making’ is understood differently by different disciplines, 
professions and sectors. Supported decision-making is often used as an umbrella term  
for a wide range of practices that either attempt to recognise and respect a person’s wishes  
(their ‘will and preferences’) or to comply generally with the CRPD.5 Differing conceptions, even 
among the stakeholders in our research, speak to a worrying lack of common understanding  
of supported decision-making that is likely to extend to the public. As one respondent said, 

[there is a] lack of clarity about difference between substitute decision-making and  
supported decision-making. A lack of consistency with supported decision-making  
even in Australia between state legislation. (Advocate-aged care)

While a common understanding of the term is critical, there is also a need to accommodate 
legitimate variation across sectors without compromising the quality of support. Making explicit  
the different approaches to supported decision-making is important to facilitate dialogue, 
explicate the approaches adopted in law, policy and practice, and help to progress practical 
change across sectors. We identified two main conceptions of supported decision-making  
from the literature and empirical work, which we discuss in the following sections. 
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1.3.1  The binary approach: supported decision-making as the 
opposite to substitute decision-making

Supported decision-making is commonly conceptualised as the binary opposite of substitute 
decision-making. This binary understanding is grounded to some extent in the CRPD, which 
framed supported decision-making as a right, and substitute decision-making – and associated 
institutions such as guardianship – as the wrong approach that should be repealed. From this 
perspective supported decision-making means the person retains control of their decision, 
actively participates in making it and is supported to do so. In our fieldwork, this perspective 
resonated with self-advocate respondents who talked from their own experiences. 

Supported decision-making means you’re in control of your decisions but still getting  
support while doing it. (Self-advocate)

This is very much a common-sense or normative interpretation of supported decision-making, 
where support assists the person to understand and explore information, options and the 
implications of decisions, and the person clearly makes the decision themselves. 

Respondents found it particularly difficult to apply this way of thinking to people with more 
severe cognitive impairments, as even with support they would be unlikely to understand  
the choices or implications of most decisions or make many decisions themselves. 

Some people will always need a substitute decision made – to pretend that a substitute  
is a supporter could lead to abuse. (Advocate–disability)

For someone who has a profound cognitive disability – is the supporter making substitute 
decisions in essence? I think they probably would be, in which case, we would need to 
recognise them as a substitute decision-maker, not as a supporter. (Advocate-generic)

...when do you need to take over when someone clearly has not got capacity at that point.  
This needs to be part of practice/program design. (Advocate–disability)

As the quotes illustrate, implicitly the binary conceptualisation of supported decision-making 
is underpinned by ideas about capacity. The purpose of supported decision-making and the 
role of supporters are to extend the decision-making autonomy (and capacity) of a person to 
the maximum extent possible. When a person is perceived to lack sufficient decision-making 
capacity for a particular decision, even with access to support, then substitute decision-makers 
rather than supporters become necessary.

This accords with the conceptualisation of supported decision-making that has been reflected 
in some Australian laws6 and is largely how most Law Reform Commissions envisage changes 
to the law.7 Thus, law reform has seen supported decision-making as an adjunct to substitute 
decision-making, as something that should be attempted before substitute decision-making  
and, in legal contexts, before removal of decision-making rights.8 
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Understood in this way, a person must be able to reach a threshold of decision-making capacity 
(including with any support) for supported decision-making to apply. If a threshold of capacity, 
relevant to that decision, cannot be reached even with support, then supported decision-making 
no longer applies and substitute decision-making becomes necessary. 

However, where that threshold is set and the line around supported decision-making drawn 
in practice, is by no means clear. Respondents drew attention to the complexities involved, 
asserting that the line would differ not only for each person but also for each decision in which  
a person might be involved and their circumstances at that time.

…need to assess level of support they require to make that decision. Depends on the  
nature and complexity of the decision. (Advocate–carer)

…someone living with dementia their cognition, and their other needs, will change over  
time, and so the supported decision-making process will necessarily change along with  
that, and it may well be, at the end, that supported decision-making is not possible…When  
is it not possible? Million-dollar question – no clear answer. (Advocate–aged care)

While this binary conceptualisation of supported versus substitute decision-making is a common 
way of viewing supported decision-making, there are problems in accommodating all people 
with cognitive disabilities within this approach.

1.3.2 Challenges in including people with severe cognitive 
disabilities in a binary conception of supported decision-making
Both the literature and respondents considered the binary conceptualisation of supported 
decision-making as particularly ill-suited to those with the most severe cognitive impairments. 
People in this group may have very limited ability to understand decisions, options or risks, 
which means supporters must rely on their knowledge of the person, or their behaviours or 
demeanour, in order to interpret their preferences. This is, however, a diverse group of people, 
as severe cognitive impairment manifests in different ways. For example, people with profound 
intellectual disability may not use words or concepts to communicate, whereas those with 
dementia or severe acquired brain injury (‘ABI’) may find it difficult to retain new information, 
consider alternatives, generate ideas or hold back impulsive responses. All disability groups 
include people with severe cognitive impairments who are often referred to as ‘hard cases’,  
for whom a binary approach to supported decision-making would not apply, and substitute 
decision-making would be seen as the only alternative. 

The Committee on the Rights of Persons with Disabilities (‘CRPD Committee’) is the UN  
body responsible for monitoring implementation of the CRPD. It has stated that where it is  
not possible to determine a person’s will and preference, a ‘best interpretation’ of their will and 
preference should be adopted.9 However, the binary approach demands active participation 
by a person in decision-making and does not extend to the idea of supporters interpreting a 
person’s will and preferences. Partly this is because the literature identifies it as particularly 
challenging to rely on supporters’ interpretations of behaviour or demeanour to determine the 
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will and preferences of people with severe cognitive impairments.10 It also points to the issues 
associated with the accountability of supporters using this ‘best interpretation’ method and 
potential threats to safety of people with severe cognitive.11 As Keeling points out12 and the 
empirical evidence demonstrates, there are both ‘good’ and ‘bad’ relationships of support.

Respondents in our research felt strongly that people with severe cognitive impairment had 
largely been left out of conversations about how supported decision-making applied to them. 
They felt that they should not be excluded from the benefits of supported decision-making,  
and some endorsed ideas of best interpretation despite the challenges. 

The hard one is profound disability, particularly where that is something that the person 
has been born with – I guess that ability to demonstrate preference, for instance, probably 
only comes through in a behavioural sense as opposed to verbalising decision-making 
preferences and I think that then becomes a really challenging process… but there are 
always ways of eliciting a preference using alternative communication methods. Yes, 
sometimes those are and will always be indicative decisions using action or behaviour 
versus verbalisation… But that’s not to say that there aren’t other areas of decision-making 
that they can and clearly do indicate preference in. (Advocate–generic)

Some respondents considered that interpreting the preferences of a person with severe 
cognitive impairment did not naturally fit within the binary understanding of supported  
decision-making, suggesting alternative approaches are necessary.

And it’s almost like there does need to be another name for that space. It’s not quite 
substitute, it’s not supported. There’s something else there, I don’t know what you’d  
call it. (Advocate–generic)

I certainly see a role for some form of decision-making for persons whose will and 
preferences is not clear. And I’m not going to call that 100% support for them to  
exercise their will because I just see that as a sort of fantasy stretched too far. … I’ve often 
distinguished between supported decision-making and then a different category that would  
be described as either facilitated decision-making or representational decision-making. 
(Family–disability)

…maybe there needs to be another term there because it’s not substitute decision-making 
in that sense of, “This person cannot make a decision and so someone else is just going 
to need to do it in this circumstance.” And it’s also not “Here is their decision because I 
understand [their preferences] that I’m just telling you what it is.” There is something in 
the middle there where you are really trying to make a decision that’s really honouring the 
person’s participation and really trying to identify their wishes even when that’s incredibly 
difficult but acknowledging that there’s a whole heap of interpretation going on there, so  
you can’t be sure that that is what the person wants. (Advocate–disability)

Despite the challenges identified, little attention has been given to research or law reform 
on supported decision-making for people with severe cognitive impairments.13 However, the 
evidence there is on how decision-making occurs in practice with this group, indicates that 
support and substitution are not viewed in opposition, but rather as existing along a spectrum. 
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This view is particularly the case in the everyday context more broadly where both unpaid 
and paid supporters often move between providing support and making substitute decisions 
depending on the context and decision to be made.14 This perspective demands a different 
conceptualisation of supported decision-making from a binary approach, one that does not  
draw a sharp distinction between supported and substitute decision-making. 

1.3.3 Supported decision-making as a principled approach  
to decision-making

This second perspective conceptualises supported decision-making as a principled approach 
to decision-making which applies to all people irrespective of whether a person actively 
participates in making a decision or it is made by a supporter based on interpretation of the 
person’s will and preferences. From this perspective the principles of supported decision-making 
should be embedded in any form of decision support. Therefore, all forms of decision-making on 
behalf of the person with a cognitive disability, in all settings, should take account of the person’s 
will and preferences. This perspective was asserted by many of our respondents,

…so that supported decision-making is practised even when there is a guardian.  
(Advocate–carer) 

…there should be an increasing legal requirement for people making substitute [or 
representative] decisions on a ‘substitute judgment’ basis… means that the representative 
makes decisions that accord with the preferences of the individual. They would still be 
substitute decisions, but they’d be made by people informed about what the preferences  
of the person are or were likely to be. (Advocate–generic)

This perspective recognises that the practice of supported decision-making is not necessarily 
incompatible with relationships where a substitute decision may be made. In practice,  
support and substitution are on a spectrum where some – but not all – substitute decisions  
are considered a form of supported decision-making, rather than being in opposition to it.15  
In practice, the relevant marker of supported decision-making is that an individual’s stated  
or perceived ‘will and preferences’ remain at the centre of the decision. 

When a supporter makes a substitute decision based on a person’s will and preferences, the 
literature refers to this as ‘substituted judgment’. This approach is recognised as being at one 
end of a spectrum of supported decision-making. Therefore, even in cases where a decision  
is legally attributed to another person, the individual’s will and preferences remain central and 
are reflected in the supporter’s ultimate decision. 

There is an important difference between a substituted judgement approach that falls at one  
end of the supported decision-making spectrum, and a ‘best interests’ approach where the 
substitute is guided by their perception of the individual’s ‘best interests’. Substitute decision-
making guided by ‘best interests’ is paternalistic and would not be consistent with a principled 
approach to supported decision-making nor with article 12 of the CRPD. 
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The principled approach to supported decision-making does not extend to all decisions, as risk 
of serious harm combined with a person’s limited cognitive capacity to understand that risk may 
mean supporters do prioritise other rights (such as ‘personal and social wellbeing’) over the 
person’s stated will and preferences. We discuss such exceptional situations where this might 
occur in the following Section 1.4 on risk. 

While we recognise that legal reform has adopted aspects of the binary conception, we 
propose a principled approach as the preferred and more inclusive way of conceptualising 
supported decision-making. A principled approach accommodates people with the most severe 
cognitive impairments and includes them within frameworks of supported decision-making. It 
also recognises the reality that supported decision-making will inevitably at times encompass 
another person making a decision on behalf of a person with a cognitive disability (which in  
the binary approach is termed substitute decision-making). Using the principled approach,  
in the very limited circumstances where a supporter has not been able to elicit a person’s  
will and preferences, a decision should be based on their best interpretation of what the 
person’s will and preferences would be. However, such decision-making, which we term  
‘will and preference substitute decision-making’ should only be considered a legitimate  
part of supported decision-making, and in line with CRPD principles when an individual’s  
stated or perceived ‘will and preferences’ remain at the centre and guide decision-making. 

It is important to distinguish between ‘substitute’ decision-making governed by a will and 
preference approach that can be considered as part of supported decision-making and that 
which is based on best interests and thus not consistent with the principled approach. We 
therefore suggest the following to be incorporated into our recommended principles in Chapter 2.

• Principled approach to supported decision-making – A principled approach to the 
concept and practice of supported decision-making should be adopted that keeps an 
individual’s stated or perceived ‘will and preferences’ at the centre of decision-making.  
This approach recognises the realities of the practice of providing decision support, 
particularly for those with severe cognitive disabilities.16

• Best interpretation of will and preferences – In the very limited circumstances where  
a supporter has not been able to elicit a person’s will and preferences a decision should  
be based on the supporter’s best interpretation of what the person’s will and preferences 
would be.17

1.4 Risk and the limits of supported decision-making  
in practice
While supported decision-making is a goal that ought to be pursued, it is important to 
understand its limits and the challenges faced by those who act as supporters. Supporters, 
whether informal or formally recognised, face similar as well as unique issues whether they 
are unpaid family, friends or associates, or paid and provide support as direct support staff, 
managers or professionals.
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One significant factor identified in the literature is the impact on supporters’ willingness to  
enable supported decision-making when there is high risk of harm if a person’s wishes are 
respected. Research has found that supporters are often motivated to move into the type of 
substitute decision-making that overrides will and preferences, when they are concerned that 
enacting the will and preference of the person will result in some imminent or future harm to the 
person.18 This is particularly evident in some service system contexts discussed in Chapter 2 
(eg, residential aged care facilities, supported accommodation etc). 

Research about the practice of supported decision-making also suggests that supporters draw 
on the distinction between will (as long-term life directions) and preferences (as a person’s 
more immediate wishes) – as a way of considering issues of risk. When a person’s immediate 
preferences are not well aligned with their will, and may put long term goals at risk, supporters 
may prioritise will over preferences to avoid risk of long-term harm.19 This strategy is often 
invoked in decision-making for healthcare treatment, financial decisions or dietary choices, 
where immediate preferences may jeopardise longer term goals of independence. These issues 
illustrate some of the complex judgements that infuse supported decision-making practice and  
the often imperceptible shift from supported to best interests substitute decision-making.  

Most respondents in our research identified the need to retain a form of substitute decision-
making which entailed overriding a person’s preferences to manage risks of harm to the  
person themselves. In these cases, for a person with cognitive impairment it is the risk of  
harm rather than the person’s ability or inability to understand the decision that drives the 
practice of overriding the person’s will and preference. Foregrounding risk, in this context,  
can be understood as prioritising a person’s ‘best interests’ rather than their ‘will and 
preferences’. As one respondent explained, 

I think about supported decision-making, as a recognised right for the person with impaired 
decision-making capacity, to express their will and preferences, and have them upheld, 
unless there’s some serious safeguarding or care and protection issue that overrides  
that. (Professional)

Disability scholarship has often been critical of restrictive ‘safeguarding’ practices in their  
various forms,20 particularly best interests substitute decision-making that compromise  
self-determination by aiming to reduce risks.21 Much of this work draws on Perske’s concept  
of the ‘dignity of risk’, which recognises risk-taking can be an act of self-determination and 
‘healthy development’, whereas over-protection and risk avoidance can keep people with 
disability from ‘becoming all they could become’.22 

In 2014 the Australian Law Reform Commission (‘ALRC’) published a report titled Equality, 
Capacity and Disability in Commonwealth Laws (‘ALRC Report’). The ALRC saw the dignity 
of risk and the right of individuals to be empowered to make decisions (even ‘bad’ ones) 
as inherent to supported decision-making.23 However, in recognising that risks of harm are 
possible, the ALRC proposed that supporters may override a person’s will and preferences  
only where necessary to prevent harm.24 The ALRC also recommended ‘Will, preferences  
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and rights guidelines’, proposing that in reaching a decision supporters take account of  
a person’s potentially competing rights as well as their will and preferences. This position 
is justified by arguing that liberal philosophy and human rights do not necessarily privilege 
autonomy over all other rights. For example, a supporter may have to weigh an adult’s rights  
to protection of physical and mental integrity in article 17 of the CRPD against their rights  
to autonomy in article 12. Other relevant rights could include protection from exploitation, 
violence and abuse (article 16) and ensuring access to health services (article 25). 

One of the focus group respondents raised a concern about the ALRC’s inclusion of ‘rights’  
in the combination ‘will, preferences and rights’ as a guide to decision support, saying

…they go through that series of possibilities, supported decision-making through to where 
there’s substitute decision-making, and a person’s well-known preferences should guide the 
substitute decision-maker. And where there’s little to draw from their past, then the substitute 
decision-maker should act in a way that promotes the person’s rights...the use of rights  
there is problematic, and not particularly instructive, because it doesn’t actually help  
at all, because you can have competing rights to different things…. (Advocate–generic)

The New South Wales Law Reform Commission (‘NSWLRC’) made recommendations similar 
to the ALRC about decisions involving risk but (reflecting perhaps the concern raised by this 
respondent), did not use the term ‘rights’ recommending that, 

If giving effect to a person’s will and preferences creates an unacceptable risk to the person 
(including the risk of criminal or civil liability), [a substitute decision-maker can be authorised] 
to make decisions that promote the person’s personal and social wellbeing.25  

The intent of the NSWLRC was similar to that of the ALRC but the NSWLRC referred to 
substitute decision-makers taking account of a person’s will and preferences and ‘personal 
and social wellbeing’ rather than will and preferences and rights. The NSWLRC argued that its 
recommended principles move away from a paternalistic best interests model; accord with the 
person’s right to be ‘free from neglect, abuse and exploitation’; and that in ensuring the person 
is not subject to civil or criminal sanctions, also protect others from harm. 

For a minority of decisions, the severity of potential harm may justify allowing other rights of 
the person to prevail over their current will and preferences, if the person lacks the ability to 
understand the risks even with support. Distinctions can be made between different levels of 
risk, and there is room for debate as to what threshold of risk might justify overriding a person’s 
expressed preferences and what processes should be in place to do so. While recognising 
the complexity of this issue, we suggest that where perceptions of risk consistently lead to 
substitute decision-making guided by a substitute’s view of ‘best interests’ rather than an 
individual’s ‘will and preference’, that form of substitute decision-making is not consistent  
with a principled approach to supported decision-making. 

Various approaches should be considered in dealing with the barrier to supported  
decision-making created by supporters’ or service providers’ perceptions of risk. 
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First, capacity building and educative strategies might assist supporters to reframe their 
approach to risk, from avoidance to risk enablement. The aim would be to equip supporters  
with strategies to move from a paternalistic protectionist framing of risk dominated by risk 
avoidance to one more attuned to enabling risk and finding ways to remain true to a person’s 
preferences while minimising the impact of any harm should it eventuate.26 Capacity building 
strategies for supporters are outlined further in Chapter 6. 

Another approach is to rely on some form of forward planning where a person’s enduring  
will and preferences have been made known to others previously. This approach could  
be of use where risk of serious harm may arise in a crisis if a person’s immediate preferences  
are respected. This is particularly relevant where a person’s preferences change over time  
or where the severity of cognitive impairment fluctuates over time. For example, use of an 
advance directive means a person’s will and preferences do not become obsolete. A preference 
expressed during a mental health crisis period may be outweighed by a previous enduring 
expression of will and preference made at an earlier time when the person is not cognitively 
impaired. This approach often forms the basis of justifying some involuntary interventions for 
people with mental health conditions who, for example in the Queensland context,27 may have  
a Psychiatric Advance Directive (‘PAD’) expressing prior wishes for particular treatment or  
have informed a supporter of their wishes for treatment, even when they refuse at the time. 

It is also possible, as already suggested, that current expressed wishes may not be consistent 
with longer term goals that the person values. In this case overriding a person’s immediate 
wishes may still respect the will of the person. While these assessments of past and future 
preferences versus current wishes are difficult, and have been acknowledged in the literature,28 
we must recognise the reality that determining a person’s will and preference is seldom 
straightforward for supporters.29  

The ALRC and NSWLRC both recognised that risk of harm could allow the other rights of a 
person or their personal and social wellbeing to prevail over their will and preference. However,  
we suggest that the threshold should be set very high and only exceptional circumstances 
should justify substitute decision-making, which ought to be guided by a person’s personal 
and social wellbeing as well as will and preferences (‘personal and social wellbeing substitute 
decision-making’). A substitute decision centred on a person’s personal and social wellbeing 
should only ever be made where acting on a person’s stated or inferred will and preferences 
involves risk of serious, imminent physical or financial harm with lasting consequences to 
themselves (including incurring civil or criminal liability),30 and that person is not able to 
understand that risk even with support.31

This threshold allows a person’s circumstances to be considered for each decision. For 
example, most decisions about what to eat where a person selects their own diet will not reach 
the threshold of risk outlined above. However, if a person was diabetic or had other medical 
conditions and their wish to eat particular foods would lead to risk of serious physical harm with 
lasting consequences and they did not understand the implications of having that food, then 
this would allow a substitute decision for some decisions about foods chosen. That substitute 
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decision would be guided by the person’s personal and social wellbeing, as well as will and 
preferences and would enable the person’s other rights to prevail. (However, a range of foods 
which pose less risk should still be offered to make substitute decision-making a last resort.) 
Such weighing of a person’s preferences against risks of serious harm would also necessarily 
be context specific. While it may be justified to give weight to the risk of harm in the case 
described, if the same person were in the end stage of a terminal disease there is arguably  
a greater risk of harm associated with overriding their preferences where they are strongly  
held, and relatively less gain associated with reducing the risk of serious physical harm.32 

Another example may be to impose a personal and social wellbeing substitute decision  
where a person wishes to drive a car but is not licensed and does not have the skills to  
do so. To allow someone to attempt to drive in those circumstances poses a serious risk of 
physical harm – to themselves – and the risk of incurring civil or criminal liability. A substitute 
decision can override their wish to drive unlicensed. (However, steps could be taken to 
investigate whether the person could be supported to gain their drivers licence in the future.)  
As determinations of risk will always be dependent on the context and the circumstances  
of the individual, these examples are not intended to be prescriptive. 

The individual making the personal and social wellbeing substitute decision on behalf of the 
person should ideally be someone who knows that person well and can bring their knowledge 
of the person, their interests, values and wishes into making the decision. In circumstances 
where the serious risk threshold is reached, we suggest that best practice should be developed 
to educate those making such substitute decisions to adopt practices that enable discussion, 
reflection and revisiting of these decisions. Particularly where supporters may provide supported 
decision-making as part of their professional role, good, reflective, professional practice should 
encompass measures such as documentation, justification of reasons, peer discussion and 
revisiting of such decisions. Best practice is discussed further in Chapter 5.  

Similar to the recommended approach of the ALRC and NSWLRC and the current Victorian 
legislation,33 personal and social wellbeing substitute decision-making should be considered  
a last resort. All decision-making processes must start by trying to respect the adult’s will  
and preferences. 

Key concepts and factors in our distinction between the binary and principled approaches  
to supported decision-making are summarised in Table 1.
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Table 1 . The binary and principled approaches to supported decision-making

Binary approach Principled approach

EITHER supported decision-making: 
The person retains control of their decision, 
actively participates in making it and is 
supported to do so.
The person is supported to make decisions 
that reflect their will and preferences.
Decisions are based on a person’s stated 
will and preferences, not supporters’ ‘best 
interpretation’ of will and preferences.
OR substitute decision-making:
If a person is deemed lacking capacity to 
make a decision and communicate their will 
and preferences, then supported decision-
making no longer applies and substitute 
decision-making becomes necessary  
based on the person’s ‘best interests’.

A CONTINUUM of decision-making 
supports (including some forms of 
substitution):
The person is supported to maximise their 
autonomy in making decisions.
Decisions are based on a person’s stated 
will and preferences.
Where a person cannot communicate 
their will and preferences, supporters’ 
best interpretation of the person’s will and 
preferences is applied (‘will and preferences 
substitute decision-making’).
The dignity and importance of taking risk 
is acknowledged and supported. In very 
limited circumstances, where a person’s 
stated or inferred will and preferences 
involve risk of serious, imminent physical or 
financial harm with lasting consequences 
to themselves (including incurring civil or 
criminal liability), and that person is unable 
to understand that risk even with support, 
a substitute decision can be made as a 
last resort with the person’s personal and 
social wellbeing being, as well as will and 
preferences, guiding decision-making 
(‘personal and social wellbeing substitute 
decision-making’).

Consistent with the proposed principled approach to supported decision-making we suggest 
the following, which is included in our recommended principles of a supported decision-making 
framework discussed in Chapter 2. 

• Dignity and risk – The dignity and importance of taking risk is acknowledged and supported. 
In very limited circumstances, where a person’s stated or inferred will and preferences involve 
risk of serious, imminent physical or financial harm with lasting consequences to themselves 
(including incurring civil or criminal liability), and that person is unable to understand that 
risk even with support, a substitute decision can be made as a last resort with the person’s 
personal and social wellbeing, as well as will and preferences, guiding decision-making.34 
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1.5 Benefits of supported decision-making
Despite practical challenges, the evidence from supported decision-making pilots around the 
world demonstrates its overall benefits. Common outcomes of supported decision-making for 
people with cognitive disabilities were: increased self-confidence and improved decision-making 
and self-advocacy skills, and for a few, removal or avoidance of guardianship or administration 
orders.35 In one pilot, parent supporters noticed positive changes in their son’s or daughter’s 
increased confidence to express preferences and to participate in decision-making.36 For adults 
with ABI, supported-decision-making has helped adults to develop a positive sense of self,37 
and for adults with dementia, research shows how being central to decision-making helps them 
to feel productive38 and to have a sense of belonging.39 Our respondents similarly endorsed the 
beneficial impact of supported decision-making for people with cognitive disabilities. 

There was overwhelming support for the concept of supported decision-making from the  
focus group respondents and stakeholders we consulted across disability groups, sectors  
and government agencies. There was a sense that its benefits were self-evident, as one  
of the fundamental strategies for putting rights into practice. 

…if everyone’s listening to me, then I’m much [more] likely to be living the life that I want  
to live and be free of those abuses. (Self-advocate)

Respondents considered that supported decision-making could benefit people with cognitive 
disabilities in multiple different ways; by safeguarding, empowering, improving wellbeing, 
emphasising the importance of social connections and furthering social change. From a broader 
perspective, supported decision-making done well was also seen as having the potential to save 
costs and improve the effectiveness of individual funding schemes such as the Commonwealth 
NDIS and Aged Care, or State and Territory schemes such as those of Transport Accident 
Commissions. However, as discussed below (at Section 8.2), some notes of caution were  
raised about supported decision-making and the dangers of seeing it as a panacea for  
service system problems.

1.5.1 Safeguarding 

Most commonly, supported decision-making was identified as a strategy for ensuring the safety 
of people with disabilities and protecting them from abuse. Primarily this was because supported 
decision-making meant others, besides service providers, would be involved in the lives of people 
with disabilities. This broader involvement was seen not only as a deterrent to potential abusers 
but as a means of detecting abuse much sooner if it were occurring.40 As one respondent said, 
‘harms occur behind closed doors’. In particular having more people involved in a person’s life 
could reduce the vulnerable situation of people with more severe cognitive impairment who  
are unable to raise concerns about what is happening to them for themselves. In addition,  
the intention of supported decision-making was seen to provide a set of principles to guide  
all support to a person, potentially improving its overall quality. Respondents said, for example, 
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If supported decision-making is in place, then there’s theoretically an independent person  
or 2 or 3 people who assist a person in a process of decision-making, supported decision-
making means that decisions are made in a way that respects rights, and a person’s voice  
is heard – and these things point to prevention of abuse. (Advocate–generic)

There’s an intentionality with supported decision-making and principles guiding practice  
– so when that’s happening, it’s a significant safeguard. (Service provider)

…to get really good supported decision-making, they will need and have more people in 
their life, more people around them, whether that’s formally in a circle or a microboard, or 
whether it’s just an informal network. But by having those people, the more eyes there are 
on a person who’s got vulnerabilities, the safer they are, the less open to abuse and neglect. 
(Family–disability)

1.5.2 Empowering and furthering wellbeing
Respondents perceived supported decision-making as furthering the empowerment and self-
determination of people with cognitive disabilities in a range of different ways. These included 
individuals experiencing: greater exercise of choice and control; support to navigate complex 
systems; assistance to understand information and explore a broad range of options; increased 
opportunities to make decisions, and a greater likelihood that decisions would reflect their 
preferences. By having more opportunities to make decisions and have one’s choices respected, 
supported decision-making was also seen to further confidence, skills in self-advocacy and 
decision-making, and awareness of individual rights. Respondents said for example, 

if you have someone who is empowered to be involved and engaged in the decision-making 
about their own lives… the confidence and the competence that comes from that part I 
would think would be beneficial in terms of being able to… raise the alert should they be  
in a situation where they themselves I guess have awareness that something doesn’t feel 
right… (Advocate–generic)

Both self-advocates and family members thought that supported decision-making helped to 
improve the emotional wellbeing of people with cognitive disabilities. This was because it meant 
people were more in control of their own lives, gained a greater sense of self and experienced 
less stress and frustration with their situation. 

There’s a real difference with him – a smile, eye contact, when he gets what he wants. 
(Family member – disability)

If you have the right supports, you can gain confidence – you do something with support  
(eg, catch a bus) and you end up having the confidence to do it on your own. (Self-advocate)

These findings are also consistent with research reported in the literature.41 For example, in a 
study of the impact of training on parents’ supported decision-making practice, several referred 
to the increased confidence of the person they supported when their own practice more closely 
aligned with the principles of supported decision-making.42  
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Although children and young people are not within scope of this Report, it is worth noting that 
the literature identifies the way children with a cognitive disability are subjected to heightened 
intensity and durations of informal substitute decision-making by families, especially around 
perceived risk.43 While both law and family practice endorse parental decision-making for all 
children in their early years, this transitions into increasing recognition of rights to participation 
in decision-making, and ultimately taking responsibility for making their own decisions once they 
sufficiently understand the issues (the ‘mature minor’ principle). For children and young people 
with intellectual disability in particular, studies reveal that while,

parents recognised the importance of their children experiencing a feeling of independence 
… they did not think that it was right to give them full independence in decision-making, 
especially regarding complex or important decisions where the need to protect them 
overcame the value of independence44

This legacy effect of extending informal substitute decision-making into late adolescence and 
early adulthood by paying no or inadequate regard to will and preferences seriously detracts 
from recognition of autonomy and dignity rights promoted through supported decision-making. 
Although children were not within the scope of this Report, such findings are relevant to the 
design of measures for full realisation of the equal right of all adults to ‘make decisions that 
affect their lives and to have those decisions respected’ (Principle 1 below).

1.5.3 Emphasising the significance of social connections

Some respondents thought that supported decision-making highlighted the significance of 
social connections to a good quality of life, and the actual dearth of connections beyond 
immediate service providers for many people with cognitive disabilities. By drawing attention to 
social connections, they thought supported decision-making acted as a catalyst for prioritising 
the development of networks. Emphasising social connections might also potentially lead to 
improved use of funding and in the longer-term cost savings. For example, supported decision-
making might help to focus planners’ and funders’ attention on the purchase of support that 
aimed to build a person’s social network over time, rather than, as often occurs at present, 
taking a short-term perspective such as paying for support to act as a companion for a person. 

Resources often used to getting someone out to a coffee shop – resource needs to be 
redirected into building networks and sustaining friendships. (Family–disability)

we are massively overinvesting in housecleaning and delivered takeaways meals… Because 
we have not understood well enough the distinctive needs and we are under-investing in 
capacity building sort of work… there are economies of savings – there’s probably 20% 
savings in some of the practical supports sort of costs… (Advocate–mental health)

While there is little evidence in the literature to support these propositions, overseas cost  
benefit assessments have suggested that overall savings might result if supported decision-
making is embraced at a societal level.45 
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1.5.4 Furthering social change 

The value of supported decision-making was also seen to be a powerful symbol influencing 
social attitudes by reminding others about the rights and personhood of people with cognitive 
disabilities. One respondent for example, drew attention to the impact of the low profile of 
supported decision-making in the aged care system.

Because aged care staff don’t know people still have a right to be involved in decisions,  
they are unintentionally supporting elder abuse in some cases. (Advocate–aged care)

In contrast a self-advocate commented that supported decision-making seemed to have 
changed attitudes towards him. 

Without supported decision-making there have been times that supporters have treated  
me like a child, telling us what to do, not as an independent person. We can feel like  
we’re ‘looked down upon a bit’. (Self-advocate)

Supported decision-making was seen to have driven the involvement of people with cognitive 
disabilities in decision-making beyond the personal, by modelling respect for their views to 
others around them in families, services, and social systems. In this way it served to illustrate 
and model the participation of people with cognitive disabilities not only in determining their  
own lives, but also in civil society. As one disability advocate said, supported decision-making 
was a way of ‘translating values into things that are visible’. 

1.6 Conclusion
This chapter has clarified fundamental understandings of the meaning and character of supported 
decision-making, identifying a principled approach as preferable to a binary understanding 
of the concept. It also identified the limits of supported decision-making and the exceptional 
circumstances where serious harm may result that may warrant substitute decision-making guided 
by a person’s personal and social wellbeing as well as their will and preferences. The chapter has 
also identified some of its common benefits across diverse disability and service settings in which 
it may be practised. The next chapter examines the principles and key elements of a framework 
for supported decision-making, centred around diversity, dignity, equity and best practice.
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Chapter 2. Principles and elements  
of the Diversity, Dignity, Equity and  
Best Practice Framework for  
supported decision-making
For the purpose of this Report, we understand a framework as akin to a skeleton, setting 
out the key principles and elements that must be considered when thinking about something 
(a structure, a program, an analysis) that is to be developed. It is a guide to thinking about 
a phenomenon rather than a set of procedures or instructions. The proposed Framework 
incorporates universal principles that inform all aspects of supported decision-making and 
elements that guide development and act as design imperatives for operationalising principles 
and the development of supported decision-making law, policy, and programs. 

This chapter first briefly outlines the nine universal principles and eight elements recommended 
for the Framework. We then elaborate on the universal principles. The first four principles  
reflect those set down by the CRPD and ALRC (‘ALRC principles’), with minor updating of  
the language from ‘persons’ to ‘people’. The other five principles are based on the literature  
and this study’s empirical work. The rationale and evidence underpinning each of the elements 
is then elaborated in separate chapters. 

2.1 Overview of framework principles and elements 
Universal Principles

Principle 1: The equal right to make decisions 
All adults have an equal right to make decisions that affect their lives and to have those 
decisions respected. 

Principle 2: Support 
All people who require support in decision-making must be provided with access to the support 
necessary for them to make, communicate and participate in decisions that affect their lives.

Principle 3: Will, preferences and rights 
The will, preferences and rights of people who may require decision-making support must direct 
decisions that affect their lives.

Principle 4: Safeguards
Laws, legal and policy frameworks must contain appropriate and effective safeguards in relation 
to interventions for people who may require decision-making support, including to prevent abuse 
and undue influence.
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Principle 5: Principled approach to supported decision-making  
A principled approach to the concept and practice of supported decision-making should be 
adopted that keeps an individual’s stated or perceived ‘will and preferences’ at the centre  
of decision-making. This approach recognises the realities of the practice of providing  
supported decision-making, particularly for those with severe cognitive disabilities.

Principle 6: Best interpretation of will and preferences
In the very limited circumstances where a supporter has not been able to elicit a person’s  
will and preferences a decision should be made based on their best interpretation of what  
the person’s will and preferences would be.

Principle 7: Dignity and risk  
The dignity and importance of taking risk is acknowledged and supported. In very limited 
circumstances, where a person’s stated or inferred will and preferences involve risk of  
serious, imminent physical or financial harm with lasting consequences to themselves  
(including incurring civil or criminal liability), and that person is unable to understand that  
risk even with support, a substitute decision can be made as a last resort with the person’s 
personal and social wellbeing being, as well as will and preferences, guiding decision-making. 

Principle 8: Distributional equity
All supported decision-making reform and initiatives should be premised on the ethical  
principle of a commitment to distributional equity of access to supported decision-making.  
Those experiencing disadvantage in accessing supported decision-making should be given 
priority in new programs.

Principle 9: Co-leadership of people with cognitive disabilities
People with cognitive disabilities and supporters of people with severe cognitive disabilities should 
lead consultation and design processes for supported decision-making reform and initiatives. 

Elements

1. Recognising diversity in supported decision-making (Chapter 3) 

Recognising diversity will ensure that reform of law, policy and initiatives about supported 
decision-making accounts for the diversity of people with cognitive disability, as well as the 
diversity of contexts and supporters, and ensure that universal principles are translated  
into the types of programs and best practice that are appropriate to meeting diverse 
disability-related support needs, and also diverse social and cultural contexts.
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2. Interrelationship of supported decision-making with other systems (Chapter 4) 

Recognising the interrelationship of supported decision-making with other systems 
acknowledges that it cannot stand alone and must be embedded in and connected to 
existing service systems with different institutional and legislative frameworks. A broad 
perspective should be adopted that considers, for example, how statutory supported 
decision-making can fit into other parts of the policy and legislative landscape.

3. Use of best practice and ethical supported decision-making (Chapter 5) 

Use of evidence-informed best practice frameworks in supported decision-making  
should be central to all supported decision-making programs and initiatives. 

4. Capacity building at individual, system and institutional levels (Chapter 6) 

Capacity building at the individual, system and institutional level must be a key strategy 
for implementing all aspects of a Framework for supported decision-making. 

5. Safeguarding, quality assurance and oversight (Chapter 7) 

Approaches to safeguarding, quality assurance and oversight should be adopted  
using strategies that best meet the needs of the different settings in which supported 
decision-making occurs and are proportionate to risk. 

6. Enabling forward planning (Chapter 8) 

All legal instruments for forward planning should reflect a principled approach to  
supported decision-making to minimise the potential for future best interests substitute 
decision-making remaining the default option in these instruments. The range of forward 
planning legal instruments should be expanded to allow for the appointment of supporters 
and enduring supporters. 

7. Adequate funding (Chapter 8) 

Provision of adequate funding is needed to enable supported decision-making to be 
implemented within and across sectors and jurisdictions in Australia. This bespoke  
national funding should be separate from and additional to, reliance on funding from  
service packages in Commonwealth, State or Territory schemes such as the NDIS, Aged Care, 
and other individualised funding packages for support for people with cognitive disabilities.  

8. Strategies to build social connections (Chapter 8) 

Strategies to build social connections of people with cognitive disabilities who are socially 
isolated should be a priority investment in supported decision-making programs and initiatives.

Principles and elements of the Diversity, Dignity, Equity and Best Practice Framework for supported decision-making
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2.2 Universal principles of the Framework 
As elaborated in Chapter 3, supported decision-making needs to be implemented for people  
with diverse cognitive disabilities and different decision support needs across diverse 
social, cultural, legal and institutional contexts, as well as for diverse types of decisions. 
Operationalising a framework for supported decision-making will be different in different 
contexts. However, the overarching principles of the framework need to be universal, 
encompassing all people with cognitive disabilities, all service sectors and jurisdictions  
across Australia, and all types of decisions. Focus group respondents supported the  
need for a universal framework. They said for example,

Principles need to be universal – not applicable to any one disability.  
(Advocate–mental health) 

The grounding principles for supported decision-making have been largely ideological,  
derived from the international human rights and other high-level values reflected in the  
CRPD. These include privileging human autonomy and agency, the equality principle,  
and rejecting capacity-based evaluation and best interests substitute decision-making.  
Our research suggests however that a Framework for supported decision-making that  
is universal and that can be operationalised in practice, needs additional principles to  
those of the CRPD, as elaborated in this chapter.

2.2.1 Adapting the Australian Law Reform Commission 
operationalisation of CRPD principles 

The foundations of our Framework are the ALRC principles as drawn from human rights 
principles and article 12 of the CRPD. They have been widely endorsed in Australia and 
recognised internationally.46 These remain relevant and provide an excellent starting point  
for development of the universal principles informing our framework for supported  
decision-making. These 4 principles are: 

• The equal right to make decisions – All adults have an equal right to make decisions  
that affect their lives and to have those decisions respected.47

• Support – All persons who require support in decision-making must be provided with  
access to the support necessary for them to make, communicate and participate in  
decisions that affect their lives.48

• Will, preferences and rights – The will, preferences and rights of persons who  
may require decision-making support must direct decisions that affect their lives.49

• Safeguards – Laws, legal and policy frameworks must contain appropriate and  
effective safeguards in relation to interventions for people who may require  
decision-making support, including to prevent abuse and undue influence.50
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The ALRC principles were known to many focus group respondents who largely  
thought these were very relevant as foundational principles of supported  
decision-making. Respondents commented that the ALRC principles were,

very clear and aligned with supported decision-making. (Service provider) 

very straightforward and that’s really helpful. You don’t want a lot of complicated stuff… they 
allow some human movement and flexibility as well …in shades of grey, that you’re not told 
that everybody can be supported, and everyone can make their own decisions. And that’s 
not always the case. (Advocate–disability)

Several respondents did suggest the ALRC principles might benefit from updating to reflect 
changes since they were drafted. One concern was about the outdated language,

…whenever I show them to staff, they’re like, “Ew.” They don’t like the language and  
stuff…. since 2014, times moved on a little bit and they would benefit from a review,  
“Is this really the language they’re after? Is it saying what we really want them to say?” 
(Advocate–disability)

For example, the formal language of ‘persons who require support in decision-making should 
be replaced with everyday language of ‘people’. We agree with this comment and in our 
recommended principles have amended ‘persons’ to ‘people’. 

The ALRC also proposed three sets of guidelines on: support; will, preference and rights; and 
safeguards. Where relevant we have incorporated the substance of these into elements of 
the Framework (see Chapters 3 and 5). More holistic legal reform has been proposed by the 
NSWLRC’s report, but law comprises only a small part of what is needed. The ALRC Report 
recast some powers within the narrower Commonwealth sphere, such as those of ‘nominees’ 
and articulated model principles to guide State and Territory reforms. However, law reform 
bodies such as these have been silent on service systems, resourcing, and the informal civil 
society arrangements as this is neither their brief nor do they have expertise to address these 
questions. As we have emphasised, a supported decision-making Framework is about much 
more than law and law reform and must also be policy and practice orientated.

In Chapter 1, we discussed the lack of shared understanding about supported decision-making 
among both key stakeholders and the public. We propose as a fifth principle that overall, a 
principled approach to supported decision-making be adopted. This will assist in developing 
shared understandings of supported decision-making and avoid the exclusion of people with 
severe cognitive impairments from its benefits. As already set out, the principled approach to 
supported decision-making does not draw a clear distinction between supported and substitute 
decision-making and in practice, the relevant marker of supported decision-making is that an 
individual’s stated or perceived ‘will and preferences’ remain at the centre of the decision.  

Principled approach to supported decision-making – A principled approach to the concept 
and practice of supported decision-making should be adopted that keeps an individual’s stated 
or perceived ‘will and preferences’ at the centre of decision-making. This approach recognises 
the realities of the practice of providing decision support, particularly for those with severe 
cognitive disabilities.51

Principles and elements of the Diversity, Dignity, Equity and Best Practice Framework for supported decision-making
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To make explicit that supported decision-making does apply to people who may not be able to 
directly express their preferences or actively make a decision we propose as a sixth principle  
– ‘best interpretation of will and preferences.’ 

Best interpretation of will and preferences – In the very limited circumstances where a 
supporter has not been able to elicit a person’s will and preferences, a decision should be 
based on their best interpretation of what the person’s will and preferences would be.52

The limitations of supported decision-making caused by risk aversion were discussed in Chapter 1  
and we propose an additional principle of ‘dignity and risk’ that reflects our recommendation 
about the limitations of supported decision-making, recognising the significance of risk for 
decision supporters.  

Dignity and risk – The dignity and importance of taking risks is acknowledged and supported. 
In very limited circumstances where a person’s stated or inferred will and preferences involve 
risk of serious, imminent physical or financial harm with lasting consequences to themselves 
(including incurring civil or criminal liability), and that person is unable to understand that risk 
even with support, a substitute decision can be made as a last resort with the person’s  
personal and social wellbeing as well as will and preferences guiding decision-making.53

2.2.2 Distributional equity  
Distributional equity of access to support is the eighth universal principle of our Framework. 
Engagement with principles of distributional equity is lacking in the ALRC principles, and only 
inferentially found in the CRPDs ‘right to support’.54 Although the ALRC recognises that people 
who require it must be provided with support for decision-making, there is no acknowledgement 
of deep social and geographic inequities in access to such support. This, in our opinion, is  
no small oversight. 

Support cannot be delivered without a supporter or supporters of some kind. Yet many people 
with cognitive disabilities, who need or would like to be supported are without unpaid social 
relationships of any kind or are of an age or in a location such that unpaid supporters are  
not available to meaningfully provide (or continue providing) that support.55 Many people  
rely therefore on paid supporters for decision-making who are service providers. Some  
of these paid supporters (though not all) especially in the case of people with intellectual 
disabilities, may have known them for many years. However, service providers face  
continual conflicts of interest as decision supporters and also have limited capacity, due  
to funding limitations and time constraints, to take on supported decision-making roles  
over and above their day-to-day responsibilities. 

Recruitment of volunteers willing to fill these voids and act as supporters is both difficult and 
costly. Pilots suggest that identifying and engaging with people without social connections  
is challenging, as is facilitation of volunteer supporters.56 It is perhaps telling that an Israeli  
study recommended that volunteer supporters be remunerated.57 Suggested remedies such  
as registers of potential supporters or expecting people to nominate a supporter ahead of  
when they need one, will not address the cold hard reality that for socially disconnected  
groups supported decision-making will have a significant cost. 
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All focus group respondents recognised the deep inequities of access to supported decision-
making among people with cognitive disabilities. The most disadvantaged were seen to be 
people without strong and resourceful family or informal networks without any relationships 
outside service systems, and those with severe cognitive disabilities for whom expression of 
preferences and participation was the most difficult. Redressing the inequity for these groups 
in accessing support was seen as a priority for any new resources for supported decision-
making programs. For example, resources could be directed at establishing formal supported 
decision-making programs that fund the appointment of long term paid independent decision 
supporters and proactive building and maintenance of a circle of supporters. Thus, supported 
decision-making initiatives should compensate for inequities in the availability of informal unpaid 
supporters and access to supported decision-making rather than benefit only those with existing 
strong networks. As focus group respondents said, 

…because if you have a skilled family, you are greatly advantaged. (Advocate–mental health)

if you don’t have close relatives or don’t really have much support, the government needs  
to provide it. (Self-advocate)

Both the literature review and our focus groups highlighted the social isolation and lack of 
unpaid decision supporters in the lives of many people, including NDIS participants, one  
of the highest priority groups. For this reason, we propose as the eighth principle, commitment  
to distributional equity of access to supported decision-making. 

Distributional equity – All supported decision-making reform and initiatives should be 
premised on the ethical principle of a commitment to distributional equity of access to supported 
decision-making. Those disadvantaged in access to supported decision-making should be given 
priority in new programs.58

This principle will help to ensure that when new programs are designed or initiatives begun, they 
are targeted at those without unpaid supporters and who have the greatest need for supported 
decision-making. Adding a principle of distributional equity and taking a targeted approach to 
programs and implementation will not be a panacea. But its inclusion strengthens the prospects 
for design and delivery of programs that are adequately resourced and meet the needs of those 
without adequate decision support.

2.2.3 Co-leadership by people with cognitive disabilities
A core principle of the CRPD is ‘nothing about us without us’. People with disability are experts 
by lived experience, and a supported decision-making reform without co-leadership contradicts 
the very logic of self-determination that underpins the Convention.

Several focus group respondents raised the importance of including people with cognitive 
disabilities in leadership, consultation and design processes for supported decision-making 
programs. Their absence from law reform processes and debate about supported decision-
making was seen as one of the reasons for the slow progress of reform. One disability advocate 
who proposed that any framework should include people with cognitive disabilities in leadership 
of supported decision-making and program design, explained, 

Principles and elements of the Diversity, Dignity, Equity and Best Practice Framework for supported decision-making
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Yeah. I think that people with disability really do need to genuinely be part of the process and 
I think there should be some requirements even about employing people because again, it’s 
a cultural change for the organisation itself. And I think part of the reason why we don’t have 
legislative change is because none of the people who are involved in decision-making are 
people with disability or kind of any skin in the game. We might have someone who happens 
to have a family member, but it’s not integral to the decision-making process. So, I think that 
just entire absence of experience is problematic, so I think the presence of people in genuine 
co-design or genuine consultation should be built in somehow. (Advocate –disability)

An Australian qualitative study with 12 adults with mild intellectual disabilities found that 
participants were able to identify potential risks and safety issues and discuss measures that 
could be used to keep them or someone else safe. Drawing from their own lived experience, 
participants were found to strategically use support workers or informal carers in their decision-
making process. The authors conclude that: ‘it would appear that trusted relationships should 
form an integral part of a co-created and individualised approach to safeguarding.’59 

The literature and our field work identified limited inclusion of issues facing people with severe 
cognitive impairments in debate or research about supported decision-making. For this reason, 
and to address the difficulties of representing the perspective of others who may have a very 
different experience from one’s own, we propose that co-design around supported decision-
making should also include families and supporters of people with severe cognitive disabilities. 
Their involvement will help to ensure issues particularly relevant to people with severe cognitive 
disabilities are considered in design, as well as those relevant to people who are able to represent 
their lived experience directly. Also, given the centrality of supporters’ practice to good supported 
decision-making, we suggest that co-design draw on the lived experience of informal and formal 
supporters so that it can take account of the dilemmas they face and types of skills and strategies 
they consider necessary for good support. We therefore propose as a ninth principle:

Co-leadership of people with cognitive disabilities – People with cognitive disabilities and 
supporters of people with severe cognitive disabilities should lead consultation and design 
processes for supported decision-making reform and initiatives.60 

2.3 Summary
We propose a framework for supported decision-making in Australia that encompasses all 
jurisdictions, service systems, people with cognitive disabilities, types of decisions and context. 
We propose calling it: a ‘Diversity, Dignity, Equity and Best Practice Framework for Supported 
Decision-Making’ (‘the Framework’). As depicted in Figure 1, it should include nine universal 
principles (as enumerated above) and eight elements that will guide development and act 
as design imperatives for operationalising the principles of supported decision-making and 
development of supported decision-making law, policy, and programs. 
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Figure 1 . Diversity, dignity, equity and best practice: A Framework for supported 
decision-making

Principles and elements of the Diversity, Dignity, Equity and Best Practice Framework for supported decision-making
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Recommendation 1 Nine universal principles should inform the Framework  
for supported decision-making:

Principle 1: The equal right to make decisions . All adults have an equal right to make 
decisions that affect their lives and to have those decisions respected. 

Principle 2: Support . All people who require support in decision-making must be 
provided with access to the support necessary for them to make, communicate and 
participate in decisions that affect their lives. 

Principle 3: Will, preferences and rights . The will, preferences and rights of people  
who may require decision-making support must direct decisions that affect their lives.

Principle 4: Safeguards . Laws, legal and policy frameworks must contain appropriate 
and effective safeguards in relation to interventions for people who may require  
decision-making support, including to prevent abuse and undue influence.

Principle 5: Principled approach to supported decision-making . A principled  
approach to the concept and practice of supported decision-making should be adopted 
that keeps an individual’s stated or perceived ‘will and preferences’ at the centre of 
decision-making. This approach recognises the realities of the practice of providing 
supported decision-making, particularly for those with severe cognitive disabilities.

Principle 6: Best interpretation of will and preferences . In the very limited 
circumstances where a supporter has not been able to elicit a person’s will and 
preferences a decision should be based on their best interpretation of what the  
person’s will and preferences would be.

Principle 7: Dignity and risk . The dignity and importance of taking risks is  
acknowledged and supported. In very limited circumstances, where a person’s stated  
or inferred will and preferences involve risk of serious, imminent physical or financial  
harm with lasting consequences to themselves (including incurring civil or criminal 
liability), and that person is unable to understand that risk even with support, personal  
and social wellbeing substitute decision-making is applied as a last resort with the 
person’s personal and social wellbeing at the centre.

Principle 8: Distributional equity . All supported decision-making reform and initiatives 
should be premised on the ethical principle of a commitment to distributional equity of 
access to supported decision-making. Those experiencing disadvantage in access to 
support for decision-making should be given priority in new programs.

Principle 9: Co-leadership of people with cognitive disabilities . People with cognitive 
disabilities and supporters of people with severe cognitive disabilities should lead 
consultation and design processes for supported decision-making reform and initiatives.
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Recommendation 2 Eight elements be included in the Framework . 

• Element 1: Recognising diversity in supported decision-making 

• Element 2: Interrelationship of supported decision-making with other systems 

• Element 3: Use of best practice and ethical supported decision-making 

• Element 4: Capacity building at individual, system and institutional levels 

• Element 5: Safeguarding, quality assurance and oversight 

• Element 6: Enabling forward planning 

• Element 7: Adequate funding  

• Element 8: Strategies to build social connections

Principles and elements of the Diversity, Dignity, Equity and Best Practice Framework for supported decision-making
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Chapter 3. Recognising diversity in 
supported decision-making
This chapter turns to the first element of a supported decision-making framework: recognising 
diversity. The ALRC was largely silent on accommodation of diversity and the flexible translation 
of supported decision-making principles to particular sub-groups, life course stages or service 
systems. In the previous chapters we have highlighted the differences in the severity of cognitive 
disability, and how these must be accommodated by the principles of supported decision-making. 
In this chapter we examine other aspects of the diversity of people with cognitive disability, 
including their disability groups, socioeconomic situations and cultures. Diversity among decision 
supporters is discussed in Chapter 5. We stress here how important it is for a framework of 
supported decision-making to take account of and accommodate for diversity.

3.1 Diversity of people and supported  
decision-making needs 
This section discusses developments in supported decision-making for different disability groups. 
While we have segmented the literature according to disability groups, we also recognise that 
many people will have more than one impairment or health condition – for example, a person 
with a mental health condition may also experience dementia as they age, people with ABI have 
a high incidence of mental health conditions, some people with intellectual disabilities also have 
mental health conditions and a high proportion of people with Down Syndrome experience the 
early onset of dementia as they age.61 Individuals will also experience intersectional vulnerability, 
when a particular disability co-occurs with other experiences or contexts (eg, socio-economic 
disadvantage, speaking English as a second language etc.) which leads to intersecting forms of 
disadvantage. However, we try to capture some of the features common to each group (a more 
detailed consideration is found in Appendix A).

3.1.1 People with intellectual disabilities

Adults with intellectual disabilities tend to have relatively stable cognitive abilities. They do not 
experience episodic loss of decision-making ability (more common in mental health conditions) 
or gradual decline (as experienced by people with dementia) unless they also experience 
dementia in mid or later life. Adults with intellectual disabilities make up 28.5% of NDIS 
participants over 25 years of age. They are the largest group of adults in the scheme and are 
more likely to be participants in the NDIS than people with dementia or mental health conditions. 

Supported decision-making initiatives for people with intellectual disabilities began in Canada 
in the 1990s before the development of the CRPD.62 Building on these foundations, since the 
adoption of the CRPD in 2006, debate around supported decision-making has focused on 
people with intellectual disabilities more than on any other disability group. There has been a 
particularly strong emphasis on the impact of removing rights that goes hand in hand with best 
interests substitute decision-making. This stems from the legacy of Kantian philosophy and 
the historic denial of rights to people with intellectual disability on the grounds that they lacked 
rational thought and autonomy.63 
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People with intellectual disability have quite different trajectories of decision support needs  
from other groups, their needs being lifelong. Past low expectations of children and adults  
with intellectual disabilities to participate in decision-making, protective environments and  
limited availability of empowering support, mean that many of these adults will have 
accumulated little experience in decision-making.  

People with Downs Syndrome can get dementia – historically they wouldn’t have had  
ability to express preferences but this is changing – but people with dementia without  
other disabilities have a history of making their own decisions. (Advocate– aged care)

Comments from focus group respondents suggested that attitudes and opportunities were 
changing, with an increased focus on building decision-making experiences and skills of people 
with intellectual disabilities ‘from the get-go’. One respondent contrasted contemporary attitudes 
about this group with those about older people with dementia, 

…for people with intellectual disability there is an approach of building up capacity but  
in dementia there is declining capacity [and] not trying to develop it for good life.  
(Advocate–aged care)

As this quote suggests, people with intellectual disabilities continue to develop decision-making 
skills throughout their lives. They are more likely than other groups to live with their parents 
well into midlife and receive long-term support from family members even if they do move to 
supported accommodation. Importantly, however, they do not all have strong or resourceful 
family support.64 

There has been more research and evidence established around supported decision-making 
with people with intellectual disabilities than other disability groups.65 Most pilots and programs 
nationally and internationally have included majority cohorts of participants with intellectual 
disabilities.66 Within Australia, participants with intellectual disabilities have been the focus of 
the La Trobe Support for Decision-making Practice Framework (‘La Trobe Framework’) together 
with people with ABI. This evidence-based framework forms the basis for education and training 
for supporters to provide effective decision-making support to people with intellectual disabilities 
and ABI. An evaluation using qualitative and quantitative methods showed parents of adults with 
intellectual disabilities trained in the La Trobe Framework were more self-reflective about their 
decision support and took a more deliberative approach to supporting decision-making  
that indicated greater use of supported decision-making principles and strategies.67 

3.1.2 People with acquired brain injuries

ABI can be acquired at any point in a person’s life and can result in a person changing physically, 
cognitively, and emotionally.68 Such changes frequently include increased stress and poor mental 
health.69 In Australia, at least 1 in 45 people are living with ABI and have associated activity 
limitations or participation restrictions.70 ‘Further almost three-quarters of these people are aged 
less than 65 years and experience the ongoing challenges of adjustment to chronic disability.’71  
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A unique feature of cognitive disability associated with ABI is its sudden impact, and over time, 
with effective support, cognitive improvement and the reconstruction of identity.72 People with  
an ABI, similar to people with dementia, will have made decisions mostly independently before 
their injury. As noted by Wiesel et al.,

After an injury, many people with ABI continue to self-identify with personal attributes or 
characteristics from before the injury, alongside some newly recognised attributes shaped 
by experiences after the injury. Yet, the injury and its consequences often mark a significant 
temporal boundary – or discontinuity – in terms of personal goals. After their injury, striving  
to live well with their impairment, many people reassess their personal goals which continue 
to change over time.73 

A consequence of this is that supporters who knew the person before their injury have to 
grapple with the extent to which the person’s psychological and emotional self has changed 
since the injury.74  

The La Trobe Framework was implemented by a small number of TAC coordinators whose 
clients had ABI. They were trained in the La Trobe Framework with materials adapted to people 
with ABI and the TAC’s context of decision-making. The qualitative and quantitative results from 
that small study demonstrate that training in the La Trobe Framework had a significant impact 
on supporters’ confidence and demonstrated a significant shift in supporters’ reported strategies 
towards effective supported decision-making practices in dealing with their clients with ABI.75

3.1.3 People with dementia
People with dementia are more likely to be older individuals who experience a gradual decline 
in decision-making abilities, however such decline is not necessarily linear in its progression.76 
They are much more likely to be using services from aged care rather than disability service 
systems. The changing nature of their decision-making capacities distinguishes them from 
groups whose capacity is more stable, such as people with intellectual disabilities. Also 
distinguishing them is the likelihood that they will have lived much of their lives making 
independent decisions and may have acquired professional or community responsibilities  
and/or amassed significant assets and connections during their lifetime.77 This is also likely  
to be the case for people with early onset dementia, other than those with Down Syndrome 
(among whom this condition is particularly prevalent). 

Some people with dementia may also have chosen to plan ahead, utilising forward planning 
mechanisms to ensure that their wishes are known, and that trusted friends or family have  
legal authority with respect to certain decisions.78 Research shows that a transition from 
supported decision-making to substitute decision-making is normally anticipated. Sometimes 
this relinquishment of decision-making is at the wishes of the person with dementia but  
may also be initiated by family members who consider cognitive decline has reached a point  
where supported decision-making is impossible or are worried about an individual’s safety.79

Unlike people with the cognitive impairments associated with other disabilities, people with 
dementia and their advocates were not included in negotiations and drafting of the CRPD.80 
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However, focus group respondents noted that today, the view is gaining ground that people  
with dementia have a right to have their preferences recognised and be consulted about their 
care and other decisions. 

A challenge identified in providing supported decision-making for people with dementia, is how 
to manage a person’s past and present will and preferences, given that these may not align.81 
The question of how much weight to give precedent autonomy as compared with expressed 
current wishes in the context of providing or implementing supported decision-making is 
unclear.82 One focus group respondent captured this challenge when she said that, 

…you’d think about trying to make the decision that the person would’ve made. And that’s 
really great. In a lot of occasions, you’re trying to do something that’s consistent with their 
life choices...But the challenge then is when their dementia means their choices change, so 
the people they want to hang out with are different or – I don’t know – the music they like is 
music they’ve never listened to, and the things they want to do, they might’ve been horrified 
as a younger person to see it. But that doesn’t mean that that choice and preference isn’t 
very real for that moment…. And that’s the challenge, isn’t it, of advance directives and all  
of those things, because you shift to be a different person. (Advocate – general)

Barriers to successful supported decision-making in residential aged care facilities are identified 
in the next chapter (at Section 4.2.2); and for people with dementia in a family setting, barriers 
include time constraints, burnout among carers, conflicts of interest with other family members, 
and financial constraints on options available.83

There have been few pilots of supported decision-making involving people with dementia. In 
Australia, the Cognitive Decline Partnership Centre has developed generic training for aged 
care staff on supported decision-making focusing on people with dementia.84 Other pilots or 
programs internationally focus on people with dementia and participation in research (the 
ENSURE project) and health decision-making (PRODECIDE).85

3.1.4 People with mental health conditions and  
psychosocial disabilities

The wide variety of mental health conditions and the many ways in which these are 
experienced, mean that decision-making processes and the needs of people with mental health 
conditions vary considerably. Many experience no issues with their decision-making abilities, 
or else successfully manage decision-making informally – they experience mental illness but 
not psychosocial disabilities. For others, episodic or ongoing mental health conditions have a 
severe impact on their lives and are associated with a high need for supported decision-making. 
In general, it is possible to identify features of mental health conditions which distinguish them 
from intellectual disabilities, ABIs and dementia. Mental health conditions are more likely to have 
a changing or fluctuating impact on a person’s ability to make decisions. Some mental health 
conditions are characterised by episodic periods where greater intervention and treatment 
occurs. The episodic nature of mental illness has generated debates about tensions between  
long term or enduring will and immediate preferences.86 
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Conceptual understandings and supported decision-making initiatives tend to be distinct for 
this group from those that arise in relation to other disabilities. Much of the focus for this group 
has been on decision-making during episodic crises, and differences from other groups may 
be partly attributed to the separate and distinct legal frameworks that many countries have 
for mental health treatment;87 and the fact that coercion and involuntary treatment has been a 
characteristic of treatment provision. However, respondents recognised that there is a growing 
rights perspective for people with mental health conditions and involuntary treatment legislative 
provisions, often underpinned by questions of capacity (similar to the general health sector), 
have been criticised by the CRPD Committee.88 As one respondent said, 

In mental health – supported decision-making is less developed. It gets to a certain point 
where someone is so unwell they are disenfranchised from their support network because 
of their complex behaviour. This means that the supported decision-making framework falls 
apart. (Service provider)

Research has found that some clinicians have long-standing therapeutic relationships with  
their patients and know them well, so they are particularly well placed to support their decision-
making. Similarly, focus group respondents suggested that supported decision-making should 
be incorporated into everyday practice of professionals practising in mental health, such as 
NDIS recovery coaches.  

Conversely, where clinicians do not cultivate these types of supportive relationships, people 
with mental health conditions find it difficult to participate in decision-making, including on 
treatment.89 For most people in this group, the role of family and peer support is highly valued.90 
However, supporters have found their role difficult, being excluded from access to information or 
participation in decision-making with the person they are trying to support or finding themselves 
conflicted in their role.91 The importance of supporters having good interpersonal skills and 
strong relationships with the supported person are seen as key to the success of supported 
decision-making in the mental health context,92 which requires ongoing rather than episodic 
engagement of supporters. 

The literature identifies several types of community programs93 that seem to provide more  
than just decision-making support but have nevertheless been considered by commentators  
to fall within the ambit of supportive decision-making mechanisms and tools. These include  
the clubhouse model,94 WHO QualityRights, circles of support,95 peer support/advocacy96  
and open dialogue.97 As well as these, participants with mental health conditions were  
included in a minority of supported decision-making pilots in Australia and internationally.98

The next section of this chapter considers what is known about supported decision-making  
in relation to particularly disadvantaged sub-groups of the Australian population.
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3.2 Minority and disadvantaged population subgroups 
In addition to different types of impairment, people with cognitive disability are also diverse in their 
gender, cultural background, socioeconomic status, and other aspects of identity. The intersection 
of disability with other aspects of identity generates different experiences and needs in support for 
decision-making that is culturally appropriate. In this section we focus specifically on people with 
cognitive disabilities who also identify as First Nations peoples, culturally and linguistically diverse, 
or LGBTIQ, as groups experiencing additional forms of marginalisation and disadvantage. 

3.2.1 First Nations peoples

The Disability Royal Commission has conducted research with First Nations Peoples’ who have 
given voice to their experiences of violence, abuse, neglect and exploitation, such experiences 
being felt both firsthand and inter-generationally.99 There is however little published research 
specifically addressing supported decision-making in the context of First Nations peoples. 
Clapton et al identify issues affecting capacity to deliver supported decision-making for First 
Nations peoples, including: intergenerational trauma; mistrust and suspicion of existing 
guardianship and administration systems; a lack of cultural awareness and understanding of 
Indigenous people’s history, kinship responsibilities, cultural values and beliefs and ways of 
working in state-led support systems; a cultural incongruence between Indigenous and Western 
worldviews in relation to individualism, collectivism and decision-making; barriers to accessing 
support services, such as language barriers, stigma and shame; and cultural bias in systems 
designed to assess cognitive (and decision-making) capacity.100 Similar themes are identified 
in literature on end-of-life decisions by Indigenous peoples in New Zealand, Canada and the 
United States.101

The lack of published research is significant as there are higher rates of disability in First Nations 
communities as compared with other Australian communities and:

…the nature of disability as experienced by this group is predominantly (but not only) related 
to mild to borderline intellectual disability, very often in combination with a range of mental 
health issues. Moreover, many people within this population group have a high incidence 
of acquired brain injury. The combination of these issues impacts significantly upon the 
person’s daily functioning and can result in compounding social disadvantage and complex 
service-related needs.102

While not referring specifically to supported decision-making, Baldry et al advocate for culturally 
appropriate ‘person centred support’ for First Nations peoples with mental and cognitive 
disabilities.103 The need for culturally appropriate information and training for government 
agencies interacting with First Nations people with disability is recognised by statutory bodies, 
such as the Office of the Public Advocate (Vic), which has published guidance for its staff on 
interacting with First Nations clients.104 
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The barriers faced by First Nations peoples was briefly considered in the Commonwealth 
Department of Social Services commissioned report on supported decision-making.105 That 
research made the point that due to the mistrust in the sector, ‘Capacity building must also  
be sensitive to historical and current factors affecting the relationship between communities  
and government/services’.106 

The NSWLRC noted that supported decision-making aligned closely with the:

collaborative and communal style of decision-making in First Nations communities, 
particularly where there are multiple supporters. However, somewhat different from 
supported decision-making an individual’s decision is often thought of as a decision  
by and for their whole family or community group.107  

Many focus group respondents raised questions about the applicability of a Eurocentric 
individualised approach to supported decision-making to First Nations peoples with disabilities, 
referring to the community based and collective approach to decision-making by indigenous 
cultures. One respondent explained this approach in some detail, 

we see it very much as our community is a collective community. Supported decision-making 
for a person that has a disability or doesn’t have a disability is often the same. It’s always 
a group consensus about what can and can’t be done particularly in more rural, regional 
and remote communities…. And because we have a very well-built understanding of our 
governance structure and our authority structures, we know who needs to be part of the 
decision-making process. We have been doing circles of support long before it became 
known as circles of support. … And literally we do sit and decide who is going to make the 
decision and who needs to be involved in that decision-making process. And it doesn’t mean 
that we’re taking away the autonomy of the individual. The individual is still centred but the 
decision is collectively made about what’s best for that person. And literally it is our way of 
doing the circle of support whether you have a disability or not… We hear what they want 
to – we hear what they say. We know what they mean through either their behaviour, their 
words and then we’ll sit down and have a discussion about what’s the best way to support 
that individual to do what they need to be able to do. 

For us, we would say in the framework it’s codesigning with the person if we’re going to use 
white person language. But that’s the outcome of supported decision-making. The principle  
is to get the individual to have a sense of agency about their own life and the principle is  
based on belonging. It has to – every time we’ve seen change in an Aboriginal person with  
a disability, it’s because they belong. That is the principle. That is unwavering. That gives the 
person a sense of individual agency because they know there’s a level of trust to be supported 
as people that make decisions. That’s the most profound thing if that makes sense. The 
second is understanding that cultural safety. Out of that sense of trust comes cultural safety.  
I feel safe with you. I feel safe with this organisation because the organisation has changed  
its systems and its method of working by having cultural safety. (Service provider)
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There was, however, some evidence of confusion among some respondents between a 
collective approach to decision-making by First Nations peoples (such as that described  
above) and an individualised approach to supported decision-making which relies on a  
group of supporters, but which retains a focus on the individual decision-maker (such as 
microboards) and might not be culturally appropriate. 

Despite these challenges, the NSWLRC in its report recommending the implementation  
of supported decision-making legal reforms noted that: 

A formal supported decision-making regime may provide a more culturally appropriate  
form of decision-making assistance for Aboriginal people and Torres Strait Islanders  
than substitute decision-making currently does.108 

They recommended that historical, systemic disadvantage experienced by First Nations  
people needed to be recognised and specifically provided for in guiding principles for people 
exercising decision-making (including proposed supported decision-making) functions in the 
guardianship system.109 

3.2.2 People from culturally and linguistically diverse backgrounds

There is also an absence of literature about the practice of supported decision-making amongst 
people from culturally and linguistically diverse backgrounds. While it is likely that people from 
different backgrounds and cultures have participated in research, to date no studies have 
reported findings focussed on the impact of participants’ cultural background on conclusions 
drawn about supported decision-making.

In one study of aged care residents, a comment was made that for refugees who had arrived 
in Australia with few possessions, access to cash was a strong preference in their financial 
decision-making.110 Zannettino et al describe the literature as acknowledging that older people 
from culturally and linguistically diverse backgrounds are ‘particularly susceptible to financial 
abuse by their family members’.111 They further write that the nature of this vulnerability is 
underexplored, but is exacerbated by cultural expectations around family privacy and also  
by the adults’ dependency on others for ‘translation of financial transactions, and services.’112

The Canadian Centre for Elder Law, in researching barriers to supported decision-making 
in investment decisions, noted that cultural background could lead financial advisors to 
misinterpret behaviours and communications.113 Sinclair et al’s research on the views of people 
with dementia and their family members on supported decision-making, noted the participants’ 
countries of birth and mention that one woman ‘had pressure culturally’ to nominate her son 
as an enduring power of attorney rather than her daughter, but no further analysis of cultural 
issues is explored.114 They recognise the need to ‘undertake broader consultation with diverse 
community groups…’ and ‘culturally-specific service provider organisations’ on supported 
decision-making for people with dementia.115
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A 2021 scoping review of literature on cultural differences in decision-making practices by, 
with and for youth with intellectual disabilities transitioning to adulthood, found indications of 
differences in decision-making between those cultures that prioritised individuality, as opposed 
to those that prioritised family and community. The review concluded that the impact of cultural 
diversity on decision-making and people with intellectual disabilities is under-investigated, and 
that further research was needed so as to develop effective supported decision-making.116

3.2.3 People who identify as LGBTIQ 

A gap in the literature exists about supported decision-making and those with a cognitive 
disability who identify as LGBTIQ. Only one unpublished paper on guardianship and LGBTIQ 
people was found that also mentioned supported decision-making as a potentially preferable 
alternative to ensure that consideration of the adult’s identity was central to decision-making.117 
This extremely low yield is consistent with findings that there has been a lack of research 
generally on issues affecting people with intellectual disabilities from LGBTIQ communities.118 
The little there is suggests disability service systems demonstrate little capacity to adjust 
support to the needs of this group. Despite the breadth of stakeholders involved in the  
focus groups, they were silent on this group. 

3.3 Why recognition of diversity should be a key principle 
of a supported decision-making framework
As the forgoing has illustrated, supported decision-making is understood and translated into 
practice in multiple and diverse ways through different programs, pilots and practices, for 
different disability groups, for different types of decisions and in different national, sectoral, 
cultural and everyday contexts. Supported decision-making may be a natural and almost 
undetectable aspect of social life, an explicit but unregulated practice, a practice given legal 
recognition, or a formal legal mechanism for channelling the way support is provided. It is not 
a boiler plate product that comes in one standard form or size. As a self-advocate respondent 
said, ‘trying to come up with one size fits all won’t work’.  

Focus group respondents recognised the diversity encompassed by supported decision-making, 
and the importance that an overarching framework take account of that diversity. They saw this 
as helping to ensure that high level principles are translated into the types of programs and best 
practice applicable to whatever context or with whomever supported decision-making  
is implemented. Respondents said for example:

Need generic frameworks legally – that allow for various forms of support to suit 
circumstances and needs. (Family-disability)

Respondents were also keen to ensure supported decision–making could be implemented in 
ways that gave people choices about how, by whom and under what conditions they would be 
supported. For example, one responded recalled, 
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…someone saying they didn’t want to have a friend helping them. They wanted to go  
and see a professional for support because they wanted to keep that clear line about  
who did what and they probably still go to their friend about some kinds of decisions,  
but for supported decision-making as a proper thing, they wanted to pay for it, they  
wanted to go somewhere and talk to someone. And that was just that person and there 
would’ve been other people that had a completely different idea. (Advocate–disability)

This not only spoke to the importance of choice but also to the need for continuing evolution  
of different types of supported decision-making programs and practice which draw on a shared  
set of universal principles.  

…whatever you’re doing we should agree to a set of principles ... because then that gives 
people the freedom to work out what type of relationship they want and then you can have 
some innovation there as well, like that guy who said he wanted a professional, well, maybe 
that’s in his plan that, he gets to go and employ a decision–making supporter to help him 
work through what he wants to do… Or maybe there are peer groups where people set up 
groups to help each other learn about different issues and then make decisions. It depends 
what you want them [decision supporter] to do. (Advocate–disability) 

Focus group respondents were clear that design of specific supported decision-making 
programs should be shaped by the target group, sector, or specific types of decisions or risks. 

Would like to see formal systems available for people dealing with different government 
agencies, services and legal systems. (Advocate–disability)

Policy doesn’t need to be generic because you need the expertise of those who are more 
familiar with particular groups. (Family–disability)

They commented on their experience of pilot or established programs rather than suggesting 
blueprints for new programs (see the Appendices A and C for details about these). Thus, the 
features of the programs mentioned were diverse, including: drawing up supported decision-
making agreements; resourcing and monitoring informal supporters; finding and matching 
new supporters to people without informal supporters; appointing and supporting a decision 
supporter for specific sets of decisions; joint appointments of informal and formal supporters; 
creating or maintaining circles of supporters, and training and building capacity of supporters 
more generally. 

It is too early in the development of supported decision-making programs and there is too little 
evidence about their implementation across diverse groups, sectors and institutional arrangements 
to be prescriptive about its form. There should be continuing room for innovation and for evidence 
to be gathered about what works, in what contexts, for whom. Nevertheless, all developments 
should be driven by the application of universal principles of supported decision-making. 
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3.4 Conclusion
A framework for supported decision-making should recognise the diversity of people with 
cognitive disability, not only in the severity and type of impairment, but also their social and 
cultural characteristics. This is to ensure that decision-making support is provided in culturally 
appropriate ways, and to identify those who can be compromised in accessing such support 
due to various forms of disadvantage and marginalisation (which intersect with their disability). 
Diverse types of programs and practices need to be developed, which follow a shared set 
of universal supported decision-making principles, but address the different challenges, 
opportunities, needs and choices of people with disability in their full diversity. In particular, 
attention must be given to design of program and adaptation of best practice to people from 
culturally and linguistically diverse backgrounds and First Nations peoples.

In Chapter 2, we recommended as the first element of the Framework: ‘Recognising diversity 
in supported decision-making – Recognising diversity will ensure that reform of law, policy 
and initiatives about supported decision-making accounts for the diversity of people with 
cognitive disability, as well as the diversity of contexts and supporters, and ensure that universal 
principles are translated into the types of programs and best practice that are appropriate to 
meeting diverse disability-related support needs, and also diverse social and cultural contexts.’

Recommendation 3 Reform of law, policy and development of initiatives must 
take account of the diversity of people with cognitive disability, contexts and 
supporters, decisions, jurisdictions and systems to ensure that universal 
principles are translated into the types of programs and best practice that  
are appropriate to meeting diverse disability-related support needs as well  
as diverse social and cultural contexts .

3.1  Funding priority and specific attention should be given to the design of the suite  
of measures that aims to further understand how the principles and elements of the 
supported decision-making framework can be interpreted and applied to culturally 
and linguistically diverse and First Nations community settings. This should include 
recognition of informal expressions which expand or refine the intention behind 
decisions to appoint a supporter or substitute decision-maker and expectations  
of those supporters.

3.2  It is too early in the development of supported decision-making programs and there 
is too little evidence about its implementation across diverse groups, sectors and 
institutional arrangements to be prescriptive about a consistent programmatic type  
of supported decision-making. There should be continuing room for innovation  
and for evidence to be gathered about what works, in what contexts, for whom. 
Nevertheless, all developments should be driven by the application of universal 
principles of supported decision-making.
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Chapter 4. Interrelationship of supported 
decision-making with other systems
Throughout the literature and our fieldwork there is strong recognition that supported  
decision-making is not something that stands alone. To improve the lives of people with 
cognitive disabilities supported decision-making must be connected to or embedded within 
existing service and legal systems, with different – at times contradictory – traditions of  
decision support. These include disability services, healthcare, residential aged care,  
Centrelink and the NDIS, to name a few. Taking a principled approached to supported  
decision-making also demands reforms that embed supported decision-making within  
existing substitute decision-making provisions particular to some service systems, such  
as nominee provisions; legal forward planning instruments such as enduring powers of  
attorney; and legal systems such as guardianship and administration legislation.

Focus group respondents saw supported decision-making as inextricably intertwined with 
mainstream and specialist services used by people with cognitive disabilities, and as part  
of existing institutional frameworks such as guardianship and administration, Offices of the 
Public Advocate, and regulatory bodies. 

SDM needs to be embedded in ‘the quality and safeguards, the practice standards,’  
and other evidence accepted by quality auditors. (Advocate–disability)

Need a culture of supported decision-making embedded in each institutional process  
and policy. (Advocate–aged care)

Many of the focus group respondents were optimistic that over time cultural change would  
mean that supported decision-making would become a part of practice no matter what the  
legal context, service system, decision, or support needs of the person involved. In turn  
this might reduce the need for dedicated supported decision-making programs: 

Agencies with responsibility for people with disabilities need: a good understanding of 
decision support; to have proficient practice, and to have a supporter available…the better  
all the service network, whatever those things are, at supporting decisions, then the less 
need there is for it [supported decision-making]. (Advocate–disability)

Construction of an all-encompassing framework of supported decision-making demands a broad 
policy lens that considers how it can fit into other parts of the service and legislative landscape. 
It also demands a willingness to engage with the many dilemmas and conundrums presented 
across the whole spectrum of issues. Coalition-building and sharing of initiatives and insights 
between sectors, and appreciation of the contribution of collective action and discussion by 
groups such as the Supported Decision-making Network,119 may all contribute to progress 
towards that end.
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This chapter begins by examining differences across jurisdictions, noting the risks in 
transplanting supported decision-making approaches and programs from overseas, and 
of applying a national framework across States and Territories with different systems and 
legislation. We then examine the diverse traditions of decision-making in specific sectors  
– healthcare, aged care, NDIS, supported accommodation, the electoral system – exploring  
the specific challenges and opportunities associated with embedding supported decision-
making within each. These are the sectors where research has explored issues of supported 
decision making and adults although not the only ones where it is likely to be important.120 
Finally, we review substitute decision-making systems, and provisions for appointment  
of substitute (or in some cases supported) decision makers that exist within some service 
systems or legal instruments and consider the reforms necessary to fully embed supported 
decision making within these

4.1 Diverse national and jurisdictional contexts 
Australia has a national Commonwealth government and State and Territory governments 
with States and Territories having different legislative powers to those of the Commonwealth. 
The Commonwealth government has legislative power and responsibilities for nationwide 
programs such as the NDIS, Centrelink and Medicare. However, it is the State and Territory 
governments that legislate and control significant substitute decision-making frameworks such 
as guardianship, administration, enduring powers of attorney and healthcare decision-making. 
While commonalities exist in relevant frameworks across States and Territories, there are  
also significant differences. An understanding of this distribution of legislative and policy making 
authority is imperative in understanding some of the challenges faced in implementing national 
supported decision-making schemes in Australia. 

The significance of the socio-political context must also be recognised in considering how 
international supported decision-making initiatives might inform a framework that can be 
applied in Australia. First, the compatibility (or not) of proposed models with different national 
sentiments will impact on the prospects of successful implementation. Second, consistent with 
the principles of co-leadership, proposed programs and policies must reflect the perspectives  
of people with cognitive disabilities and their supporters in the relevant jurisdiction. Third,  
in transplanting overseas or cross-jurisdiction models, account must be taken of domestic 
service systems, resourcing and public expectations. Failure to understand the importance  
of such features risks failure of policy transplants121 and missed opportunities to capitalise  
on the potentially positive role played by synergies of culture in successful policy transfer.122

Differences in the matrix of underlying socio-political, funding and governance assumptions  
of supported decision-making models internationally has been under-explored in the literature. 
But arguably the differences are quite stark and need to be kept front of mind when considering 
how different countries have operationalised supported decision-making principles. While 
admittedly crude, some of those differences are as follows: 
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• Canada, an early adopter of recognising supported decision-making in legislative schemes 
across its notoriously very socio-politically diverse provinces, has one of the highest number 
of different legislative configurations. The western provinces, which tend to value neoliberal 
principles of small government and self-provision, unsurprisingly have crafted schemes which 
rely more on civil society and less on government investment and oversight; while the eastern 
and francophone provinces’ legislative schemes reflect greater confidence in and thus reliance 
on the contribution able to be made by government institutions and regulatory machinery.  

• In the US, those states which have initiated supported decision-making legislation have 
been criticised for adopting with minor variations the lowest cost, most family-empowering 
and neoliberal of the Canadian models, reflecting the privileging of autonomy rights and 
neoliberal ideology in the US.123  

• The Swedish Personal Ombudsman (‘PO’) Skane which provides a publicly funded 
supporter/advocate for some people with mental illness, resonates with the more devolved 
public administration (grounded in principles of subsidiarity and deliberative democracy)  
and its comparatively greater cost is consistent with the more extensive welfare state 
services found in Nordic countries.124  

These approaches reflect well known differences in the ways the broader political context  
– from Swedish social-democracy to Anglo neoliberalism – shapes the design of social policy 
programs. It is instructive for instance that Canadian inquiries into updating guardianship laws 
both by the Ady Report in Alberta125 and by the Law Commission of Ontario126 were expressly 
precluded from making any recommendations entailing increased public expenditure. 

The Australian national context shares similarities but also differs from other countries.  
Australia has some cultural and governance features that are similar to Canada and the  
US. The Australian welfare system is not as extensive as the Swedish or those in some  
other European countries, but it does provide a level of social security and publicly funded 
healthcare higher than that which exists in the US, for example. Anglo neoliberalism is 
entrenched in Australia, but Australia also has an existing infrastructure of publicly funded 
tribunals, and of Public Advocates, Public Guardians and Public Trustees which can be used  
to drive the move to supported decision-making (as discussed in Section 4.3). The shift towards 
individualised funding in aged care and the NDIS also presents opportunities for supported 
decision-making (as discussed in Section 4.2.3). Arguably this shift actually demands its 
introduction, to enable anything approaching an authentic type of ‘consumer involvement’  
in what are very complex systems.127

The next section of this chapter turns to the diversity of service systems, sectors and  
supporters and breadth of approaches to decision making that will need to be captured  
within a single overarching framework of supported decision-making.
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4.2 Diverse sectoral traditions of supported  
decision-making
Although the pace has varied, supported decision-making has been embraced as an important 
concept by many service systems and civil society arrangements. The literature and our 
empirical data clearly demonstrate overarching differences between sectors in thinking about 
supported decision-making, stemming from their different: decision support traditions; pace 
in shifting towards a rights perspective; and trajectories of the decision support needs of the 
people in their sector.

The paradigm shift from capacity-based notions of decision-making to supported decision-
making generated by the CRPD remains incomplete in Australia. Those sectors with strong 
foundations in medical models of health and disability are lagging behind those with more 
entrenched social models. For example, the shift to rights-based policies generally, and 
supported decision-making particularly, occurred much earlier and is much stronger in the 
physical, sensory and intellectual disability sectors than in aged care, health, mental health,  
and rehabilitation sectors that support people with acquired cognitive disabilities. 

The next section summarises these differences by sector and particularly where substitute 
decision-making is embedded in some of these. 

4.2.1 Health and mental health sectors

The health sector includes a wide cross-section of people who require decision support for 
varying periods of time – long term, temporary or slowly increasing. Supported decision-making 
is not as well understood in general healthcare contexts, where issues of professional liability 
are often at the fore, driving risk averse perspectives. In this sector the focus tends to be on 
capacity rather than rights. 

Distinct legislative provisions exist about what constitutes capacity to make informed decisions, 
and prescribe a hierarchy of substitute decision makers when a person is deemed not to have 
capacity.128 This hierarchy applies where the person is unable to decide for themselves, there 
is no tribunal appointment and the person has no relevant forward planning legal instrument 
in place (eg, enduring power of guardianship/attorney or advance directive) that nominates 
a person to act on their behalf. Variously called the ‘person responsible’, ‘medical treatment 
decision maker’, ‘health attorney’ or ‘statutory health attorney’,129 this default authority for 
substitute decision-making is only triggered by decision-making incapacity and the need for  
a healthcare decision to be made.

One respondent who was a health professional reflected on the focus on consent rather than  
a broader understanding of supported decision-making in the health sector: 
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I don’t think there’s enough understanding of the complexities around what supported 
decision-making actually is. ...certainly, the medical context, my personal take is medical 
professionals try to boil it down to a consent, a yes/no, a very simple “I need a yes/no 
answer.” And often they look at a substitute decision-maker who can give me the yes/no 
answer, rather than actually looking at the supportive process of getting multiple views, 
including the voice of the person who’s going to be impacted by that decision…. I think 
there’s definitely some work to be done. (Professional)

This suggests that in the health sector, supported decision-making will be understood with 
reference to prevalent and influential concepts relating to consent and decision-making 
capacity.130 Such an approach may risk falling into binary conceptualisations of supported 
decision-making, as something that is done ‘up to a point’, with substitute decision-making 
‘inevitably’ operating if the available supports cannot enable the person to meet conventional 
thresholds for decision-making capacity. 

Mental health services are guided by distinct legislative frameworks and the literature  
reveals that many countries are grappling with how to implement supported decision-making 
in the context of these. The tensions with recognising human rights – inherent in compulsory 
treatment – suggests that fundamental concepts may need to be revisited for compliance with 
the CRPD requirements.131

The importance of educating clinicians who traditionally hold ‘power’ in relationships with people 
with mental health conditions has also been identified. It has been suggested that training the 
next generation of clinicians around the principles and concepts that move away from substitute 
decision-making towards supported decision-making will be crucial in embedding cultural and 
practical change in mental health services.132

There is potential for clinicians across all health services to adopt the principles of a supported 
decision-making approach and be more aware of the legal obligations that govern supported 
decision-making in different jurisdictions. Often those who act in health-related substitute  
decision-maker roles are unaware of the decision-making principles that they are legally expected 
to follow. In some jurisdictions these principles squarely place the individual person’s (as opposed 
to the substitute decision-maker’s) wishes as relevant to the decision, and some may require that 
supported decision-making be attempted before substitute decisions are made.133 

However, supported decision-making may also be met in the health and mental health sectors 
with resistance in the face of concerns of breaching confidentiality and a ‘fall back’ on substitute 
decision-making authority may be seen as the least risky option. Implementation of supported 
decision-making may also trigger an increase in capacity assessments, given the ready access 
in the health sector to those with expertise in cognitive assessment. Rather than leading to 
more transformative changes that understand assessment as a process of identifying a person’s 
support needs, such assessment may be used to decide who can or cannot make a decision.
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Other barriers in this context include a ‘lack of time, competing clinical work, fragmented care 
services, inadequate professional collaboration and uncertainty in professional roles in relation 
to [supported decision-making]’.134

Confusion may also exist between the concepts and practice of shared and supported decision-
making.135 Shared decision-making136 is a common practice in medicine, involving clinicians and 
patients sharing decisions about patients’ treatment, recognising both the clinicians’ medical 
expertise, and the patients’ right to self-determination.137 A key difference is that in supported 
decision-making the decision is not made jointly with healthcare professionals. However, 
clinician knowledge of shared decision-making practices could usefully be drawn upon in 
helping to educate them about supported decision-making.138

A recurring theme in the literature is the need for leadership and cultural change, as well 
as targeted training if supported decision-making is to be understood and practice changes 
successfully implemented in the healthcare context.139 Some of this has started to occur in  
some countries, with the Irish PADMACs study one such initiative focusing on decision-making  
in acute settings by older patients with cognitive impairments.140 

4.2.2 Aged care sector
Typically, people in this sector have an increasing need for support which occurs in the context 
of usually having had a long history of making one’s own decisions. While about seventy per 
cent of people with dementia live in the community, it is estimated the figure is fifty four per 
cent for those in residential aged care facilities141 and a further six per cent are estimated to 
have moderate to severe cognitive impairment from other causes.142 Sector wide, there is high 
reliance on substitute decision-making to manage institutional risk143 and a tendency to prioritise 
protection over autonomy.144 Focus group respondents concurred with evidence found in the 
literature, that capacity remains the primary point of reference for decision-making in the aged 
care sector, and across the sector there is acceptance about eventual loss of capacity and the 
need for substitute decision-making when this occurs.

Lack of knowledge about supported decision-making in aged care generally although 
advocates might have some understanding. Aged care not really had a rights movement. 
(Advocate–aged care)

Aged Care Quality Standard 1 recognises that: ‘consumers who need support to make decisions 
are expected to be provided with access to the support they need to make, communicate and 
take part in decisions that affect their lives’.145 However very little has been done to implement 
this. This was recognised by focus group respondents in our field work and the Aged Care 
Royal Commission which recommended that current laws be redrafted to be consistent with  
the ALRC National Principles.146

There are both practice and structural barriers to provision of supported decision-making for 
people in residential aged care. Supported decision-making is considered resource intensive 
and difficult to facilitate,147 particularly in settings characterised by high turnover of staff who lack 
time to develop trusting relationships with the people they support.148 Structural barriers include: 
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concerns about safety and risk versus duty of care; perceptions that some workers need  
very explicit directions (which are lacking); entrenched protective cultures, and the lack  
of involvement of frontline workers in policy development.149 

As with other sectors, there is a recognised need for staff in residential aged care facilities to 
be trained in supported decision-making.150 However, this faces challenges given the high staff 
turnover which means significant resources have to be committed to basic training with limited 
attention to non-mandated training.

The Australian Cognitive Decline Partnership Centre developed generic training for aged care 
staff on supported decision-making.151 This six-hour training package covers the human rights 
principles, lived experience examples of people with dementia and their family members using 
supported decision-making, and a series of case-based exercises to promote a problem-solving 
approach to providing supported decision-making. The training package was piloted in 2019, 
and while not yet published, preliminary data from 108 participants indicates a positive view  
of the content and delivery of the training package. Most suggested the material was relevant 
to their role and had raised their awareness and understanding (95 per cent agreed or strongly 
agreed ‘the material presented was relevant to my role’, 97 per cent agreed or strongly agreed 
‘my awareness and understanding of supported decision-making has increased’). This indicates 
a strong appetite for training in this area. However, unless such training is linked to mandatory 
compliance standards for providers, this may become another training option only accessed  
by motivated staff.

4.2.3 NDIS
The NDIS is founded on a philosophy of choice and control, allowing participants to choose  
and design individualised packages of supports. However, commentators have pointed out  
that adults with cognitive disabilities are disadvantaged under individualised funding models 
such as this.152 This was borne out, particularly for people with intellectual disabilities in the 
initial evaluation of the scheme.153 

Advocates and academics alike have stressed the importance of supported decision-making  
for NDIS participants and drawn attention to its omission in the scheme.154 This has meant 
heavy reliance on appointment of nominees with powers of substitute decision-making. Little  
is known, however, about the process of their appointment or their approach to decision making. 
The NDIA’s recent consultation paper revealed:

NDIA data from 30 September 2020 shows that about 30 percent of participants have  
a nominee appointed. This increases significantly for people with cognitive impairment.  
The data also shows differences between location and disability types. In the Northern 
Territory, nominees are used by 31% of participants with acquired brain injury, autism 
spectrum disorder, cerebral palsy, Down syndrome and intellectual disability. In Western 
Australia, it is 50% for the same group. Participants with Down syndrome are most likely  
to have a nominee (69%), while 43% of participants with intellectual disability have a 
nominee. This information shows that there are likely to be inconsistencies in the way 
nominees are appointed by the Agency.155 
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Very soon after its formation the National Disability Insurance Agency (‘NDIA’) Intellectual 
Disability Reference Group raised supported decision-making with the Commonwealth 
Government.156 In recognition of these concerns in 2018 the Australian Government Department 
of Social Services funded small pilot supported decision-making programs in each State and 
Territory that targeted people potentially eligible for the NDIS who were socially isolated and 
without decision support. The mandate of these programs was confined to supported  
decision-making for initial rather than ongoing access to the NDIS. These programs  
were evaluated internally but evaluation reports are not publicly available. 

A 2019 review of the NDIS legislation identified supported decision-making as an outstanding 
policy matter and recommended its inclusion in the forward work plan of the Disability  
Reform Council. In making this recommendation the review also called for a review of NDIS 
nominee provisions and noted the intersections between the NDIS and State and Territory  
guardianship legislation.157 

In 2021, the NDIA began a project on supported decision-making by consulting widely on  
a discussion paper.158 The report of the consultation demonstrated the importance that NDIS 
participants, their families, service providers and advocates attached to inclusion of supported 
decision-making in the NDIS. A co-design process is currently underway to design a policy and 
implementation plan for supported decision-making.159 As yet there is no commitment to funding. 
To date, empirical research focused directly on supported decision-making in the NDIS has 
been absent.

Compounding the absence of a formal supported decision-making scheme, current NDIS  
policy does not allow funding of supported decision-making in a participant’s package,160  
other than one off funding to establish a microboard (see discussion at Sections 5.3 and 8.3.1). 
The focus groups did not engage in the detail of embedding supported decision-making  
into the range of service systems used by people with cognitive disabilities. They did note 
however, that the shift to individualised programs in the NDIS (and aged care and the various 
traffic injury compensation schemes) meant there were already relatively simple mechanisms  
in place to allocate funding to remunerate decision supporters. An individual could, for example, 
be allowed to purchase supported decision-services, as part of a package, from established 
providers in the event that no other unpaid support can be accessed. 

Need to include supported decision-making in NDIS plan so that adults can purchase 
support.…Could also include funding in aged care packages. (Advocate – generic)

Respondents drew attention to other design and implementation issues in the NDIS which 
they thought created barriers to implementing a supported decision making framework. These 
included: lack of any capacity building for supporters about supported decision-making; lack of 
any monitoring of NDIS nominees by the NDIA and the associated absence of oversight by NDIS 
planning or Local Area Coordination staff of the quality of informal supported decision-making for 
participants. We note however, some of these issues have been the focus of recent policy work  
by the NDIA. 
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As well as these broader issues, there are several more nuanced aspects of NDIS design  
that create potential barriers to supported decision-making implementation. One is the 
requirement for NDIS participants to enter into formal contracts with service providers,  
and the legal frameworks that prevent some people with cognitive impairments from doing  
so – driving a push for appointment of substitute decision-makers. This issue was explored  
in depth by the Office of the Public Advocate (Vic) and is associated with the exponential rise  
in guardianship applications for people with intellectual disabilities.161 It was also raised by  
focus group respondents, who noted the:

…competing forces at play, but we see the human rights developments that are  
increasing the call for supported decision-making in opposition to substitute. But then, 
we have service developments down into disability spaces, they are increasingly seeking 
decision-making authority, which led towards the substitute decision-making, which is 
problematic. (Advocate–generic)

A second NDIS design issue identified by respondents was the process-driven nature of the 
planning system and the time constraints imposed on the Local Area Coordination role.

NDIS doesn’t really allow Local Area Coordinators to do supported decision-making because 
we are required to follow a sequence of events in a planning process that isn’t sympathetic 
to complex experience…supported decision-making requires a long time to establish trust 
and rapport and the NDIA doesn’t allow for that time…. They have done a ‘time motion 
study’ and estimate planning takes 4 to 6 hours – this doesn’t allow for people with  
nuanced communication needs. (Service provider)

Related to NDIS planning process were the relationships between those who may be  
involved in planning processes for a participant, who may include a formal nominee as  
well as other supporters. 

Needs to be a change in the planning process and more clarity about nominees. There 
needs to be a clear distinction between people involved in the planning process with 
authority to make decisions, and people who are supporting decision-making. This  
difference is not clear at the moment. (Service provider for NDIS Local Area Coordination)

4.2.4 Supported accommodation for people with disabilities

People with all types of disabilities live in various forms of supported accommodation. In these 
settings, there are likely to be uneven power relationships between residents and staff, who are 
also decision supporters especially for day-to-day matters. Residents in smaller, community-
based supported accommodation settings are better supported to make everyday decisions 
than their counterparts in larger congregate residential settings.162 However, even in smaller 
settings there is significant variation in the quality of support, and in some services staff make 
decisions about everyday activities reflecting their own preferences, or what they perceive as 
beneficial for a group of residents, rather than any individual resident’s will and preferences.163 
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For some residents, staff or professionals from the supported accommodation service may  
be their only source of decision support. Others may be able to draw on people from outside  
the service such as family, friends or support coordinators. 

The barriers to staff providing effective supported decision-making in these settings are 
similar to those in aged care. High staff turnover leads to challenges in developing trusting 
relationships.164 In addition, low staff ratios or chronic understaffing may mean staff do not  
have the time to provide support for decision-making, and the tensions between respect for 
individual autonomy and duty of care may lead staff to err on the side of protection.165 As  
with other sectors, there is a need for education and training of staff who may be called  
upon to act as supporters – whether acting informally or formally appointed. 

4.2.5 The electoral system 

Article 29 CRPD provides that people with disabilities have a right to participate in political  
life including a right to vote. The effect of article 12 of the CRPD is that their legal capacity  
to vote must be recognised. In many countries the appointment of a guardian may mean  
that an adult no longer has a right or opportunity to vote.166 While this is not the case in  
Australia, the Commonwealth Electoral Act 1918 (Cth) nevertheless provides that a person  
of ‘unsound mind’ who is ‘incapable of understanding the nature and significance of enrolment 
or voting’ is not entitled to vote.167 There is minimal oversight of this provision, which is 
inconsistently applied and has been widely criticised by disability advocates, leading to 
recommendations for amendment together with research on practical barriers to voting  
for adults with cognitive disabilities.168 

The ALRC Report recommended that electoral legislation be amended to repeal the ‘unsound 
mind’ carve-out described above and provide instead that it would be a ‘valid and sufficient 
reason’ for failing to vote if an adult does not have functional decision-making capacity. The 
effect of this would be that an adult with cognitive disability would have the right to vote; but 
would not be penalised for failing to do so if they did not have the capacity to understand,  
retain or weigh the relevant information or did not have the capacity to communicate their 
vote.169 The ALRC Report further recommended that returning officers should be provided  
with training on the National Decision Making Principles, and that an adult may be permitted  
to choose someone to assist them with voting.170 Bigby et al conducted research on barriers  
to and facilitators of voting in Australia, with recommendations including that electoral 
commissions and non-government bodies explore strategies to produce and disseminate 
accessible information about public affairs.171 

Very little research has been conducted in Australia on how supported decision-making may 
assist people with cognitive disabilities to vote or participate in political life. There is, however, a 
growing international body of research and advocacy about political participation of people with 
intellectual disabilities, particularly in the UK and Scandinavian countries.172 Denial of the right 
to vote significantly undermines the right to autonomy that supported decision-making seeks 
to further. We support the recommendation of the ALRC that the ‘unsound mind’ provisions in 
Australian electoral legislation be repealed.  



69Interrelationship of supported decision-making with other systems

4.2.6 Financial systems

Substitute decision-making has figured much more prominently in financial systems than 
supported decision-making. This has been driven by the reality that money does not move 
itself and the financial system requires formal authority for others to make transactions on 
someone else’s behalf. Substitute decision-making is very common for financial matters, 
reflecting a range of mechanisms for the appointment of substitute decision makers. First, 
variously named tribunals in each State and Territory can appoint financial administrators for 
those who lack decision-making capacity and need a decision maker. Second, forward planning 
legal instruments allow people with capacity to appoint an enduring power of attorney to act for 
them in the future should they lose decision-making capacity. (These two types of appointment 
are discussed in Section 4.3 below as they are similar to and often occur in conjunction with 
appointment of substitute decision makers for other aspects of a person’s life). Third, Centrelink 
allows a nominee to be appointed to receive and administer a person’s social security payment, 
and NDIS plan nominees, discussed in the previous section, also hold power to act for the 
person in financial matters.

Centrelink nominee provisions. The majority of people with cognitive disability are reliant  
on social security pensions or benefits for their sole or main source of income, and their assets 
and property holdings are likely to be small. Control over their finances or support to continue 
to manage expenditure according to their will and preferences is likely therefore to hinge on 
Centrelink options for control and management of their social security payments. Two options 
are available to the person, both called nominees. A payment nominee can make substitute 
decisions for the person, and a correspondence nominee is empowered to act as a channel  
of communication between the person and Centrelink. 

Reforms to nominee provisions in 2002 significantly tightened the consent and capacity 
requirements for nominee appointments, and the ‘trustee/fiduciary’ and record keeping 
obligations of payment nominees. The terminology of the two powers remains unaltered  
despite ALRC recommendations for amendment to bring the legislation more closely in line  
with CRPD principles. Since 2014 Centrelink has however reduced some of the pressure  
to make nominee appointments by introducing two non-legislative options: the authorisation 
of a ‘person authorised to enquire’ and a ‘person authorised to update’ information.173 The 
differences between the four types of Centrelink appointments are set out in the following  
table (Table 2).
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Table 2 . Four types of Centrelink decision support appointments

Your authorised 
persons or 
organisations can:

Persons 
permitted 
to inquire

Persons 
permitted  
to update

Correspondence 
nominee

Payment 
nominee

Ask questions about 
your payments or 
service

Yes Yes Yes Yes

Tell us about changes 
to your circumstances

No Yes Yes No

Respond to requests 
for information

No Yes Yes No

Come to appointments 
with you or, if 
appropriate, on your 
behalf

No No Yes No

Complete and sign 
forms and statements

No No Yes No

Get copies of your 
letters

No No Yes No

Get your Centrelink 
payments and use 
them only for your 
benefit

No No No Yes

View and update your 
information online

No No Yes Yes

Claim payments and 
services for you

No No Yes No

Source: Services Australia Data and Analytics Division, 10 June 2022
Total numbers of appointments at the end of each calendar year are reported in Table 3. 
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Table 3 . Total numbers of Centrelink decision support appointments

As 
at 
Dec

Payment and 
Correspondence 
Nominee 

Correspondence 
Nominee 

Payment 
Nominee 

Person 
Permitted 
to Enquire 

Person 
Permitted 
to Update

2013 105,179 814,111 42,198 6,599,860 0

2014 110,967 897,931 41,814 6,742,300 0

2015 116,805 978,996 42,507 6,851,824 0

2016 122,989 1,050,505 43,751 6,982,420 0

2017 125,770 1,105,652 43,136 7,064,873 0

2018 128,555 1,155,768 42,686 7,119,653 0

2019 131,120 1,197,434 42,135 7,172,366 0

2020 131,732 1,230,252 37,741 7,380,900 223

2021 130,527 1,274,290 33,726 7,435,084 7,940

Source: Services Australia Data and Analytics Division, 10 June 2022
From 2013 to 2021, the number of people subject to a correspondence nominee alone 
increased by 460,179 (56%), while those subject to a payment nominee alone declined  
by 8,436 (20%). These trends, along with the rise of 835,224 (13%) in the numbers of  
people ‘permitted to enquire’ and the very recent growth in 2021 in those ‘permitted to update’,  
suggest declining reliance on substitute decision-making. This is because correspondence 
nominees are effectively only empowered to serve as a channel of communication.

However, even accounting for demographic ageing and population growth (a 10.4% increase), 
this decline in substitute decision-making is partially offset by increases elsewhere. There has 
been a 25,348 (24%) increase in the number of people subject to both a payment nominee 
and a correspondence nominee appointment (130,527 in December 2021). This is significantly 
higher than the range of 32,000-82,000 estimated in Creyke’s 1990s study.174 The significance 
of this is that payment nominees are substitute decision-makers, and neither of the two types  
of nominee appointments oblige appointees to be directed by the person’s will and preferences. 
There are also few safeguards surrounding such instruments around for example, when  
a person may become unwilling to continue to act, or when they abuse or neglect the trust 
placed in them. 
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4.3 Substitute decision-making systems 
Substitute decision-making systems include the variously named Offices of Public Advocates, 
Public Guardians, Public Trustees and tribunals. Forward planning instruments such as enduring 
powers of attorney and advance care directives also allow for substitute decision making, as 
do Centrelink and NDIS nominee provisions already discussed. Table 4 summarises substitute 
decision making roles that exist within various legal and services systems in Australian. Focus 
group respondents saw supported decision-making as inextricably intertwined with these. 

Table 4 . Summary of existing substitute decision-making roles in Australia

Name Role / description)

Centrelink correspondence 
nominee

A role recognised by Centrelink to act as a channel of 
communication on a person’s behalf but cannot receive 
Centrelink payments.

Centrelink payment nominee A role recognised by Centrelink that can receive Centrelink 
payments and exercise substitute decision-making 
authority to use them for the benefit of the person. 

NDIS nominee A role recognised by the NDIA that also contains authority 
to act as a substitute decision-maker on behalf of an NDIS 
participant for NDIS funding and other decisions.

Guardian A substitute decision-maker appointed by a State or 
Territory administrative tribunal for a person who lacks 
decision-making capacity where there is a need for a 
personal decision to be made. Decision-making authority 
can be limited to certain decisions or types of decisions.

Administrator A substitute decision-maker appointed by a State or 
Territory administrative tribunal for a person who lacks 
decision-making capacity where there is a need for a 
financial decision to be made. Decision-making authority 
can be limited to certain decisions or types of decisions.

‘Default substitute decision-
maker’ for health decisions 
(known in different 
jurisdictions as ‘person 
responsible’ ‘medical 
treatment decision maker’, 
‘health attorney’ or ‘statutory 
health attorney)

A substitute decision-maker for healthcare decisions  
where a person is unable to make a healthcare decision 
for themselves, and no other substitute decision-maker has 
been appointed by a tribunal or the person (via a forward 
planning legal instrument) before the person lost the 
capacity to make decisions.
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Name Role / description)

Enduring attorneys and 
guardian

A substitute decision-maker previously selected by the 
person (when the person had the ability to make decisions) 
who is given authority to act on behalf of the person at 
a time when they no longer have the capacity to make 
decisions.  Decision-making authority can be limited to 
certain decisions or types of decisions.

Guardianship and Administration . Guardianship tribunals in all States and Territories can 
appoint a public office or private citizen as a substitute decision-maker to make decisions for 
a person on personal matters, as a guardian of last resort.175 The public offices are called the 
Public Guardian, or in Victoria, South Australia and Western Australia, the Public Advocate. 
Guardianship tribunals in all States and Territories can also appoint a Public Trustee or private 
citizen as a substitute decision-maker for financial matters. In the Northern Territory the Office  
of the Public Guardian can be appointed for both personal and financial matters. 

Offices of Public Guardians and Public Advocates. Functions of these offices, in addition 
to appointments as guardians of last resort, vary significantly between jurisdictions and can 
include: investigating complaints of abuse and neglect of people with cognitive disabilities, 
systemic advocacy, individual advocacy or community visitor programs for supported 
accommodation. Notably, Victoria, Queensland and the ACT have additional independent 
Offices of the Public Advocate charged with systemic advocacy responsibilities. Offices in  
all jurisdictions have responsibility for educating the community on their own responsibilities  
and on guardianship and administration systems more broadly. Importantly, they can receive 
complaints about possible wrongful conduct by substitute decision-makers – regardless  
of whether they have been privately appointed by the person or by a tribunal.

These variously named offices have already expanded their remit to include advocating 
for, researching and educating the public about supported decision-making. Together with 
guardianship tribunals these offices could serve as important gatekeepers in ensuring that 
guardianship orders are made only when they are the least restrictive alternative and where all 
informal (or any formal) supported decision-making options have been exhausted. They could 
also help to ensure that supported decision-making choices and principles are maximised even 
when substitute decision-making powers are conferred, through careful choice of appointees 
and crafting of orders.176 Even in the absence of a citizen willing to accept appointment as 
guardian or administrator, research has demonstrated that orders empowering the Public 
Trustee, Public Guardian or Public Advocate can be administered in ways which maximise 
autonomy and respect for principles of supported decision-making.177



74 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

4.3.1 Reform of guardianship and financial administration  
to embed supported decision-making

Whenever substitute decision-makers are appointed and their authority applied, a person’s 
legal decision-making rights are supplanted. While terminology and details differ between 
jurisdictions, the legal schemes are largely comparable. However, significant differences  
exist with respect to formal legal recognition of supported decision-making. Most States  
and Territories do not explicitly recognise a legal form of supported decision-making. 

An important component of our proposed framework is the reform of Australia’s adult  
guardianship and financial administration laws to align them as far as possible with  
supported decision-making principles. In some jurisdictions reforms have incorporated aspects  
of supported decision-making into guardianship regimes. For example, supported decision-making 
principles have been embedded into the decision-making principles of guardianship legislation in 
the Northern Territory and in Queensland.178 In these jurisdictions, the legislation mandates that 
supported decision-making be attempted before substitute decision-making. While relatively minor 
legislative amendments, these reforms have had an impact, particularly on statutory bodies which 
represent many people with cognitive disabilities. This is evident for example in the Queensland 
Public Trustee which has embedded into its operations training for all staff in supported  
decision-making to ensure compliance with the Queensland decision-making principles.179

The Australian, NSW and Victorian law reform commissions, among others, have set out 
detailed and more ambitious reform blueprints. A suite of reforms in Victoria, formally recognise 
a legal supporter role.180  These reforms allow self-appointment of supporters; grant the 
Victorian Civil and Administrative Tribunal (VCAT) power to appoint ‘supportive guardians’ and/
or ‘supportive administrators’; require consideration of such appointments before appointing a 
substitute decision-maker (guardian or administrator) and replace a ‘best interests’ with a ‘will 
and preferences’ test for making an appointment. Somewhat surprisingly however, reportedly 
no supporter appointments have been made by VCAT since the reforms came into operation. 
One reason for this may be the gravity of the personal circumstances precipitating the VCAT 
application and the exhaustion of previous informal or other support mean that supported 
decision-making is not viable. However, we believe that two serious design flaws in the 
legislation are a major contributor. These are that the requirement that the person consent to 
appointment of a supporter; and that the VCAT appointment restore a person’s full decision-
making ability (i.e., with support the person meets a threshold of decision-making capacity). 

In relation to the requirement for consent, VCAT has found, in all of the more than 50 reported 
decisions, either the person lacked the capacity to consent to appointment of a supporter, or (in 
a very few) that the person declined to give consent.181 This strict requirement of consent meant 
that VCAT was obliged to appoint a substitute decision-maker without any need for the person’s 
consent. The second apparent design flaw is that the insistence on restoring full decision-
making ability does not reflect a principled approach to supported decision-making. It sets  
a high bar that in practice appears to be interpreted as restoration of capacity across a very 
broad area of decision making. In our view both these design features should be reconsidered.  
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However, important as it may be, reforming existing guardianship and financial administration 
arrangements will only impact on a small proportion of the population of potential beneficiaries 
of supported decision-making. Modelling by the Victorian Law Reform Commission182 revealed 
that guardianship only caters for about 2 per cent of all people with a significant cognitive 
impairment. Unlike in the US, Australian guardianship tribunals do not countenance a  
‘pipeline’ of mass transitioning of young people with intellectual disabilities into applications  
for guardianship on their 18th birthday.183 They also largely deflect pressure from residential  
aged care or disability providers for guardianship as a ‘condition’ of entry.184 Concentrating 
on reform of guardianship will miss the vast majority of people who will only ever encounter 
informal arrangements made by their family friends or associates that represent substitute 
decision-making, or the exercise of substitute decision-making under any enduring powers  
of attorney they may have signed. 

While the proposed reform of guardianship and administration described above is warranted, 
we suggest that initiatives for supported decision-making that target substitute decision-making 
under other frameworks should be more heavily prioritised. This includes reform of healthcare, 
Centrelink and NDIS nominee provisions (considered next), as well as the informal sector 
and the middle of life decisions that people frequently make in executing some form of private 
forward planning instrument in anticipation of future life contingencies (discussed in Chapter 8).  

4.3.2 Reform of health sector, Centrelink and NDIS provisions 
that authorise substitute decision-making

Laws other than guardianship and administration that authorise substitute decision-making  
need attention. A comprehensive reform agenda should reflect the scale and significance of 
potential impact of reform.

Default substitute decision makers. In terms of the widest potential impact on all Australians, 
the most pervasive legal domain is in the health sector whereas discussed above, laws set 
down a ‘list order’ of ‘default substitute decision-makers’ automatically authorised to make 
health decisions.185 Every Australian adult may potentially use this. The relevant State or 
Territory legislation should, if not already in these terms, be reformed to ensure that decisions 
made by the default decision-maker accord with the will and preferences of the person, are  
a last resort and for the shortest possible time.186  

Private forward planning legal instruments. In terms of direct impact on the largest  
number of Australians, the most significant set of laws are those governing private forward 
planning appointments of substitute decision-makers such as enduring powers of attorney  
for guardianship or administration or separate enduring health powers (including under advance 
directives).187 There are no accurate figures on the number of such instruments. However, 
extrapolation from surveys showing that up to 30 percent of solicitors draw up enduring 
powers with a will, suggests that enduring powers of administration, guardianship and health 
decision-making cover in excess of 3 million people.188 Enduring powers of attorney were 
designed for people without cognitive impairments who were contemplating a future need for 
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a decision support (such as due to a future dementia, acquired brain injury or mental illness). 
Under existing legislation, the power granted under forward planning legal instruments is that 
of substitute decision-making. These instruments may reflect a principled approach to decision-
making principles in the very limited sense that they already enable nomination of someone 
chosen by the person. However, they can be significantly improved by a requirement that 
decisions be guided by a person’s will and preferences and provision for the opportunity  
to record a statement about the person’s will and preferences at the time of appointment. 

Further discussion and recommendations for enabling forward planning – including enacting  
the option of appointing a supporter or enduring supporter – are discussed in Chapter 8. 

Centrelink and NDIS nominees. Reform of the Centrelink payment nominee system is urgent, 
because of the vulnerability of the population.189 Some view these powers as ‘guardianship 
lite’ and of marginal significance for change. In our view this is not the case, given that large 
numbers of Australians with cognitive disability who are solely or mainly reliant on social security 
incomes and are handing control of their payment to a substitute decision-maker, effectively 
meaning the payment nominee controls most of their life. 

As indicted in Section 4.2.6 above, the number of appointments of Centrelink nominees is 
increasing. The scale and impact of these mechanisms of substitute decision-making, dwarf 
guardianship and administration. Data for the 2021 calendar year reveals a total of 164,253 
people subject either only to a payment nominee appointment (33,726) or to a combination of both 
payment nominee and correspondence nominee appointments.190 That total figure for Centrelink 
payment nominees is far greater than the rough estimate of 14,000 adults under guardianship  
or the 47,000 adults whose affairs are managed by the public trustee.191 By way of comparison, 
the flow of new entrants to guardianship and administration is less than 20,000 annually.192 

There is a similar urgency for reform of NDIS nominees given the principles of the scheme, 
the high proportion of participants for whom a nominee is appointed (30%) and the absence of 
any real understanding of the processes of appointment or approach of nominees. Centrelink 
payment nominee, correspondence nominee and associated arrangements and NDIS nominee 
arrangements should all be reformed in line with the principles of supported decision-making. 
Similar to proposals for reform of ‘default substitute decision-makers’ in the health context, and 
enduring powers of attorney, appointees should be required to put the will and preferences of 
the person they support at the centre of all decisions.

4.3.3 Summary 
Contrary to much popular and academic thinking, a significant arena for reform of substitute 
decision-making systems is not just that of guardianship and administration. Of some urgency 
is reform of Centrelink and NDIS nominee systems, and measures to encourage execution of 
supporter appointments instead of (or at least in conjunctions with) private forward planning 
legal instruments such as enduring powers of attorney. This reform would impact the next 
largest group of potential beneficiaries of a shift to supported decision-making. If effective, it 
also would over coming decades, radically alter composition of the ‘pipeline’ of people whose 
future lives will only ever be impacted by the coming into force of such instruments. 



77Interrelationship of supported decision-making with other systems

Guardianship reform is clearly important for those people currently subject to guardianship or 
administration orders who may benefit from supported decision-making. It is also important for 
reasons of principle such as elevating will and preferences in place of best interests paternalism, 
and because enactment of supported decision-making in such peak legislation provides symbolic 
educative guidance. However, other systems also need to be a focus of reform. 

4.4 Conclusion
The universal principles of supported decision-making need to be embedded and 
operationalised within the range of existing systems with which people with cognitive disability 
interact in their everyday lives, across the ‘formal’ and ‘informal’ sectors, and from ‘mainstream’ 
systems such as healthcare, electoral and financial systems, to ‘specialist’ service systems, 
such as aged care, NDIS, supported accommodation, and guardianship administration. For 
some people interaction with these systems and the need for supported decision-making will 
only be intermittent or occur for a small fraction of their life course. Others however, particularly 
those with lifelong disability, interact frequently with multiple systems across many aspects 
of their lives for much of their life course and their continuing need for supported decision-
making means its availability or otherwise has a significant and continuing impact on their 
quality of life. Reforming these systems presents unique challenges, including established 
traditions of substitute decision-making. But each also presents opportunities, such as the 
individualised approaches emerging in the NDIS, and a range of infrastructures and resources 
that can be used to promote and enhance supported decision-making (including those very 
same infrastructures that have traditionally promoted substitute decision-making, such as 
guardianship and administration systems).

In Chapter 2, we recommended as the second element of the Framework: ‘Interrelationship 
of supported decision-making with other systems - Recognising the interrelationship of 
supported decision-making with other systems acknowledges that it cannot stand alone and 
must be embedded in and connected to existing service systems with different institutional and 
legislative frameworks. A broad perspective should be adopted that considers for example, how 
statutory supported decision-making can fit into other parts of the policy and legislative landscape’.
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Recommendation 4 The interrelationships of supported decision-making 
with other formal systems and informal spheres of life means that supported 
decision-making cannot stand alone and must be embedded in and connected 
to existing systems with different institutional and legislative frameworks.

4.1  Context-specific supported decision-making action plans should be produced  
for different service systems and institutional settings, each outlining a portfolio  
of legislative and non-legislative measures to improve quality and take up of 
supported decision-making in that context, while adhering to a shared agreed  
set of universal principles.

4.2  All ‘unsound mind’ provisions in Australian electoral law should be repealed, and 
strategies put in place to ensure all people with cognitive disabilities are enrolled  
to vote but not penalised if they choose not to.

4.3  State or Territory laws enabling ‘default’ substitute decision-makers for healthcare 
decisions should be reformed so that substitute decisions made by default substitute 
decision-makers accord with a principled approach, have the will and preferences of 
the person at the centre, are a last resort and for the shortest possible time.

4.4  State or Territory laws allowing self-appointment of substitute decision-makers with 
authority to make decisions once a person is no longer able to make decisions should 
be reformed to reflect a principled approach to supported decision-making and ensure 
that decisions made by the substitute decision-maker are in accordance with the will 
and preferences of the person.  

4.5  Centrelink payment nominee, correspondence nominee and associated arrangements 
should be reformed to reflect a principled approach to supported decision-making and 
ensure that decisions made by the substitute decision-maker are in accordance with 
the will and preferences of the person. 

4.6  NDIS nominee provisions should be reformed to reflect a principled approach 
to supported decision-making and ensure that decisions made by the substitute 
decision-maker are in accordance with the will and preferences of the person. 

4.7  State and Territory guardianship and administration laws should be reformed in 
accordance with a principled approach to supported decision-making. New statutory 
tribunal appointed supporter roles (similar to Victoria) should be implemented 
but consideration given to the need for a person to consent to tribunal appointed 
supporters or for decision-making ability to be restored as a condition of appointment.

4.8  Collection of monitoring data on trends in various types of support, nominee, attorney/
guardianship powers should be collated, and surveys undertaken to obtain data about 
informal arrangements. The Australian Institute of Health and Welfare may be an 
appropriate body to have carriage of this responsibility. 
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Chapter 5. Best practice and ethical 
supported decision-making
The ALRC principles and guidelines operate at a high level of generality and conceal many of the 
dilemmas identified in research that confront decision supporters about practice. The literature 
identifies many of these challenges and the heavy emotional load decision supporters face in 
maintaining a continual focus on supported decision-making and conforming to the ALRC’s 
support guidelines.193 This was captured by one supporter in Bigby et al’s study who likened 
supported decision-making to ‘twirling plates on a stick’ as they continually juggled ‘rights,  
risks and practicalities’.194 It is clear for example, that supporters do consider likely outcomes  
of a person’s decision where these pose a significant risk of harm to the person or others,  
and research indicates such contemplation may lead to subtly influencing or narrowing the 
parameters of the decision and the options considered to shift towards a less risky outcome.195 

Universal principles do not give sufficient guidance for supporters to grapple with the everyday 
practice dilemmas they confront. This is especially the case in the disability and aged care 
systems where most paid supporters are low paid direct support workers rather than highly 
trained and tertiary educated professionals. Outside of service systems, supporters are mostly 
unpaid family, friends or associates with little or no training in supported decision-making. 
Fidelity to principle at the operational and practice levels calls for greater explication and 
guidance about best practice and the development of nuanced skills for supporters. 

The term ‘best practice’ refers to tried and tested or evidence informed practices or interventions 
that are accepted as more effective than other known practices in achieving desired outcomes, 
while maintaining fidelity to underpinning values and principles. The term ‘best practice’ has 
been the subject of debate and criticism, not least because ‘best’ is not necessarily ‘good’  
and what is best in one context might not be so in another. Nevertheless, it is a useful tool  
for sharing of knowledge – and at times detailed guidance and techniques – within communities  
of practice, allowing replication, adaptation and ongoing striving for improvement.196

5.1 Conditions, skills and knowledge that underpin  
best practice 
Focus group respondents identified best practice supported decision-making as a key element 
of a supported decision-making framework. They thought an understanding of best practice 
should guide support practice and help ensure its quality by setting out principles, processes, 
skills and conditions for good practice. They also endorsedthe importance of evidence in 
developing and testing models of practice. 

We need key practice elements identified by researchers. (Advocate-generic)

Need a framework and process that people can follow. (Advocate–disability)  
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The literature recognises – as did the focus group respondents – that there are some common 
core elements of best practice supported decision-making despite the diverse contexts of 
practice and the diversity of the people supported. These include: knowing the person well;197 
understanding the person’s impairment, health conditions, social and service contexts;198  
having an attitude that the person is capable of participating in decision-making, and  
being committed to creating opportunities for decision-making.199

A ‘big ask’ for an ‘advocate’ or supporter to get across all systems -guardianship, housing, 
child protection – but principles remain the same and the supporter needs to be working  
in the same framework. (Advocate–disability)

The type of support will be different across individuals, although similar in trying to promote 
autonomy. (Advocate–carers)

Need to use language that is inclusive and is about expressing will and preference. Actual 
strategies and tasks and activities may be very different depending on how the person 
expresses their will and preference. (Service provider) 

Similarly, common support strategies were identified in the literature and by focus group 
respondents. The most common in the literature were: the need to take time and not rush;200 to 
consider communication needs and tailor communication to the person;201 and to give options 
from which the supported person might choose.202 Focus group respondents saw best practice 
supported decision-making as skilled, complex and often intense, and above all else required 
time to be done well. 

Three people in my house can’t use an iPad or phone – so need to have a worker who 
‘notices things in that person, notices little things that they enjoy…’ or activities they do.  
Two of them have parents involved but they can’t speak to let their parents know they’re  
not being supported to make decisions. Sometimes you just need to observe, take the  
time. (Self–advocate)

Takes time ultimately to provide supported decision-making to an individual. It is based on 
trust and relationship, so even if you have the skills and go into supported decision-making 
as a profession, with tools for communication support and getting to know the person it takes 
time. Structures in place in the different sectors need to allow for it. (Service provider)

...it was extra time, and questioning me in all different ways to make sure I understood it. 
(Self-advocate)

Emphasising the need to allow supporters sufficient time for good decision support, one 
respondent drew attention to the lack of resources and time limiting ability to engage with  
the person, and can be, as they said, disastrous. 

So, the risk is that in trying to do supported decision-making in haste, or at arm’s length,  
or shortcuts or whatever, there may certainly be cases where that’s manageable, but 
certainly the clients we’ve dealt with, that would be a disaster. (Advocate–disability)
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5.2 Supported decision-making practice frameworks, 
tools, training 
The literature review identified a range of generic or disability specific guides to practice,  
tools and training programs.203 Some of these were undergoing evaluation or had been 
evaluated through pilot programs. However, most had little by way of publicly reported  
evidence demonstrating their effectiveness in improving support for decision-making for  
people with cognitive disabilities. The two with the strongest evidence for impact on the  
practice of supporters were the La Trobe Framework and associated training materials,204  
and a training package on Supported decision-making for people with dementia.205 

The La Trobe Framework is based on a program of research about supported decision-making 
practice with people with intellectual disabilities and people with acquired brain injuries. It 
recognises some of the differences between supporting these two groups. For example, for 
many people with ABI they find it easy to talk about themselves compared with people with 
intellectual disabilities many of whom experience difficulties in expressing their support needs. 
In the case of people with ABI there is also a particular impact on supporters of knowing a 
person before and after an accident that supporters of people with lifelong disabilities do not 
experience. The La Trobe Framework is also one of the very few programs of research that 
has explored supported decision-making practice with people with more severe intellectual 
disabilities and evaluated the impact of training on supporters of that group. The research  
on which it is based and the research about its effectiveness has been published in both  
peer review and the grey literature over a period of 10 years.206 

The Supported decision-making for people with dementia package was based on a three-year 
project with people with dementia, professionals and family members and other research about 
supported decision-making led by Sinclair. Both models have similar elements, but they also 
demonstrate the differences that arise in practice with different groups, particularly between 
people with a stable cognitive disability as opposed to an increasing need for support. For this 
latter group, supporters have to manage the balance between ‘eliciting and acknowledging the 
person’s current will and preferences, while also respecting their previously established will  
and preference’ which is not something supporters of people with stable support needs have  
to consider.207 

These two practice frameworks were also the ones most commonly mentioned by focus group 
respondents giving some indication of their widespread dissemination and impact on practice in 
Australia. Another indication of their impact is that almost all of the key elements that focus group 
respondents felt should be included in best practice supported decision-making are included in 
both of these research-based frameworks. We summarise below the key elements described by 
focus group respondents (see Appendix A for descriptions of the research-based frameworks).208 
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Knowing the person and tailoring communication. 

This encompasses understanding how a person communicates, processes and understands 
information, and their family, social and service contexts. 

Clearly, you need to start with knowing the person with disability and getting to know  
how they communicate and express their will and preference. (Professional)

…getting to know the person, getting to know their will and preference. Getting to understand 
the context that they live in. What their environment is. Who their important people are? All 
of those things are the background to really good, supported decision-making. … being able 
to understand how someone wants their choices presented to them…are they someone 
that is happy to have a conversation on the fly? Are they someone that wants to have a 
conversation, but then given a couple of days to think about it before they come back?  
Are they someone that needs that translated into some kind of collateral that they can  
hold on to, so that they can look at words or images in order to process? (Service provider)

Expanding and exploring options. 

Supporting a person to consider their preferences about options for a decision was seen  
as much more complex than simply asking or giving them information. Rather it was seen  
as a proactive, and creative process whereby options were actively explored, and different 
strategies were used to elicit and understand a person’s preferences. 

As supporters, we have an obligation to expand a person’s decision-making context, 
environment so that we are not consigning someone to the same ideas, options and 
opportunities. (Service provider)

Ensuring a person had understood what might be possible or that the supporter had  
interpreted their response correctly was an important part of this process.

[the supporter] has to point out all the pros and cons, and what could happen to you, and 
can they sell from under you and all that sort of thing… that was critical … it was extra time 
and questioning me in all different ways to make sure I understood it, and open questions for 
me to come back to him to basically mirror what he said and understand it. (Self-advocate)

… then the person who’s working as the decision supporter needs to have a way  
of acknowledging and reflecting back their understanding of that will and preference,  
so that then that can be supported to be conveyed in whatever circumstance that  
needs to occur. (Professional) 
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Enabling risk. 

Directly addressing the risks that might be associated with a decision was seen  
as important, and if necessary, finding strategies to mitigate or enable risk.

Any framework needs to address the issue of harm – i.e., What decisions  
is it appropriate to support and which not to support. (Advocate–generic)

Transparency. 

Being transparent about support processes and documenting the various steps used or options 
considered were seen as part of best practice, both in terms of accountability and reflexivity. 
Indeed, some respondents saw the processes of support as more important than outcomes.  

Transparency’s important because I guess there’s so many people involved in the lives  
of people with disability... who’s giving her what advice and where that advice has come 
from. (Family–disability)

…undertaking a process without an outcome in mind is a safeguard against undue influence. 
(Service provider)

Listening and communication skills. 

There was unanimous agreement that all decision supporters needed good listening and 
communication skills. As one self-advocate said about the skills of a supporter she had  
valued, they 

had very good people skills and very good listening skills, which made a really big difference, 
and to have someone like that I think is really important, and I think you have to shop around 
for it. (Self-advocate)

Self-reflexivity. 

Awareness of their own potential to influence on the person they supported, the ease with which 
they might be manipulated, and self-reflection were seen to be skills needed by supporters. 

And the person who is providing the decision support needs to have some form of reflective 
behaviour that is – able to elicit any understandings of bias or where their views may, in fact, 
be getting in the way of conveying the person’s will and preference. (Professional)

Supporters need to be trained and understand ‘influence and subtle coercion,’ and how  
to be objective and neutral. (Advocate-generic) 
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Tools such as checklists derived from practice frameworks were seen as useful in assisting 
supporters to identify processes they had used.

…this is the way we do things; we sit down around the table all together, all of the parties, 
go through this checklist, which is all from the person’s perspective like ‘did you want a 
second opinion? Have you had the opportunity to get a second opinion?’ and then based 
on that checklist, you have like a ‘this is how we’re going to move forward’, like a bit of an 
agreement, a bit of an action plan.’ (Family–disability)

5.3 Supporter relationships 
The literature points to various aspects of the relationship between a supporter and the person 
they support which are important to operationalising supported decision-making principles and 
are common across all contexts. These include that: supporters should be independent of the 
service system which the person uses; supporters should be chosen by the person; a person 
should have more than one supporter and determine the roles each plays, and there should  
be a trusting relationship between supporters and the person they support.209 Notably, all of 
these features were raised by focus group participants from their own experiences. 

The independence of paid supporters from service systems was suggested by focus group 
respondents as fundamental to avoiding real or perceived conflicts of interest. This was thought  
to be particularly important for people living in supported accommodation who might receive all 
their support from one provider, and people using the NDIS system. As one advocate said,

Supported decision-making needs to be independent because in the NDIS system, no one 
is independent, not the support coordinator, the NDIA, nor the service providers. Service 
providers can be good, but that’s lucky rather than by design, so there is a need for an 
independent person. (Advocate–generic)

Many respondents expressed a preference for a person having more than one supporter  
as a way of ensuring they were supported to consider multiple perspectives about decisions  
but also as a mechanism for safeguarding, 

…because when you’re interpreting will and preferences, you have your own lens, and 
someone else can interpret things differently – to suggest that there’s an objective truth  
is unhelpful – need to wrestle with different interpretations. (Service provider)

Multiple supporters can produce transparency and checks and balances. (Advocate–generic)

As these quotes illustrate too, having multiple supporters may be particularly important for 
people with severe cognitive disabilities. For this group, supporters often rely on interpretation 
and experiment to understand their will and preferences. Most supported decision-making pilots 
have not included people with severe cognitive disabilities and have assumed that people have 
one primary supporter who coordinates the involvement of other supporters if there are any. 
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This is also the model of the La Trobe Framework, which emphases the significance of the 
primary supporter orchestrating the involvement of other supporters to ensure the person gains 
diverse perspectives, as well as ensuring others involved with the person, such as direct support 
workers, also practise good decision support. Similarly, focus group respondents pointed to the 
need for role clarity and collaboration when a person had more than one supporter. 

You have to be very clear with others (eg, care team) what your role as a supporter is,  
and how you’re going to work. It can be very difficult. (Advocate–disability)

People want all the different people who help them make decisions recognised…. have  
a key person who is adept at supporting a person to make decisions and understanding  
will and preference – and they oversee how others in the network operate with  
decision-making. (Professional)

Two models of group-based support for decision-making are described in the literature. The first, 
generally known as circles of support, is characterised by a group of people coming together 
on a voluntary basis to support a single person through relationships of trust.210 Although 
various organisations have produced guides to establishing and maintaining circles of support, 
there is little evidence about effectiveness and one of the few evaluations of this type of model 
indicated it was most applicable for people with already strong family support.211 The second 
model, a microboard, is similar to a circle of support but more formalised into as an entity with 
legal standing. This type of microboard model is more common in Canada than Australia, and 
similarly there is little evidence about its effectiveness (further Sections 5.3 and 8.3.1).  

As discussed in Section 2.2.2, many people have little or no access to a single supporter,  
let alone multiple supporters, for decision-making. In some cases, having a supporter who  
is embedded in the service-system (rather than independent), is better than having no support 
at all, despite the conflict of interest.212 In practice rather than ideal, best practice often involves 
inevitable trade-offs between conflicting priorities and adapting to circumstances.  

5.4 Diverse supporter relationships 
Supported decision-making happens within a vast array of unpaid and paid relationships, 
contexts and civil society arrangements. The diversity embedded into each of these means 
simple dichotomies of unpaid/paid supporters, formal/informal contexts or relationships, 
regulated/unregulated contexts, or private/public spaces are unhelpful to understanding the 
challenges that confront supporters and reformers in developing universal categories around 
practice issues. For example, irrespective of sector differences, supported decision-making  
may occur in private or public spaces, a person’s home, in the community, a commercial 
business or a disability service. But a person’s home may also be semi-public or a workspace 
if paid supporters are dropping in or their home is some form of supported accommodation 
service. Unpaid supporters may be family, friends, associates or volunteers. Regardless  
of the kin relationship, unpaid supporters may have very different kinds of relationships  
with the person in terms of length, closeness, intimacy or trust.  
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Unpaid supporters operate in very different civil society arrangements, some are free of any 
restraint or guidelines other than moral, but some are regulated as part of a formal program  
of volunteering or an appointment as a nominee or enduring power of attorney for specific  
types of decisions. Paid supporters may not hold any formal appointment as a decision 
supporter or be regulated as such. However, supporting decision-making may be a central  
part of their day-to-day work in a supported accommodation setting or in delivering professional 
services. They may be guided by directions in a person’s care plan or by someone appointed  
as a guardian for the person they support. Their supported decision-making work may be 
regulated by a code of conduct or be integral to their job description and overseen by their 
employer who in turn is subject to various quality monitoring and regulatory oversight. 

Alternatively, paid supporters may be formally appointed and recognised as a decision 
supporter, fulfilling their role as part of employment as, for example, a guardian of last resort  
in an office of the Public Advocate or Public Guardian. Or a paid supporter may have a role  
as dedicated decision supporter which may or may not be formally recognised, as for example 
part of the DSS funded pilot supported decision making scheme to enable access to the NDIS  
for potential participants. 

Research shows that both paid and unpaid supporters provide supported decision-making 
for a myriad of different types of decisions, and those who give support on a daily basis shift 
almost momentarily between supported decision-making and ‘personal and social wellbeing’ 
substitute decision-making. They are continually exercising judgements about which approach 
to take, mediated by the decision, the context, the person and their own skills and values, or 
as suggested above, by following directions about particular ‘risky’ decisions. This view was 
reflected by focus group respondents who suggested a supported decision-making framework 
should be able to accommodate diverse types of support roles and relationships, 

...it just depends on when the supporter is moving from just being a sounding board and 
helping someone think things through to where they’re then maybe moving into a bit more  
of an advocacy type role where they’re speaking on behalf of the person to get access to 
their personal information if they’re interacting with an organisation. And then the next level 
is they’re acting on behalf of the person to implement a decision. (Advocate–disability)

Just thinking about unpaid relationships and whether they should be recognised and treated 
differently from paid relationships in supported decision-making raises a host of issues. What 
differentiation needs to be made and why? How should unpaid relationships be framed and 
what do they encompass? Payment, for example, can change a close relationship from being 
altruistic to one where financial reward poses a conflict of interest. But it does not always do 
so, and lack of payment does not mean that relationships are without conflicting interests or 
risk. We believe a nuanced approach is needed, rather than simply banning those in paid 
relationships from being decision supporters or recognising all unpaid relationships. One  
such more nuanced possibility might simply be to require closer scrutiny of the circumstances 
before according formal recognition to paid decision supporters. Yet a workable trigger and 
 form of scrutiny will be difficult to frame, beyond a heightened state of alertness to the risk. 
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The following categories may provide a useful lexicon for distinguishing between the  
diverse types of supporters in design of supported decision-making program.

• Informal unpaid civil society supporters (for example, family, friends, associates,  
volunteers) with no formal recognition as a decision supporter 

• Unpaid civil society supporters with a formal appointment as a decision supporter  
for all or some decisions (for example, a friend appointed as a legally recognised  
supporter (‘supportive attorney’) in Victoria)

• Paid supporters who provide supported decision-making as part of their professional  
or support role and are monitored by their employer, subject to a code of conduct  
or professional registration requirements (for example, aged care workers or health  
care professionals)

• Paid supporters who are formally appointed and recognised as decision supporters  
(for example, a statutory guardian of last resort adopting a principled approach) 

• Paid supporters who have a dedicated role in decision support but who may or may  
not be formally recognised (for example, an employed decision supporter in a funded  
pilot supported decision-making scheme).

5.5 Standing of supporters 
Formal supported decision-making schemes generally accord legal standing to decision 
supporters to facilitate access to information, act on behalf of the person and conduct of 
transactions with other service systems or institutions.213 This has been an element missing 
from pilot schemes which lacked the power to grant standing; this – compounded by the relative 
newness of formal supported decision-making – means there is little research about the impact 
on practice of formalising supporter standing. Neither is much known about the practice of 
substitute decision-makers such as NDIS nominees or guardians who have formal standing in 
respect of decisions. The ALRC guidance suggested that respect should be accorded to family 
and other close decision supporters chosen by the person, but this does not equate to legal 
standing, and is unlikely to satisfy the requirements many institutions insist on before sharing 
information or allowing someone to act on another’s behalf. 

Focus group respondents thought it was important in some instances to accord formal standing 
to unpaid supporters for the reasons outlined above but also, particularly to ensure the 
recognition of volunteer decision supporters without kin relationships to give them credibility,

…service providers will be much more willing to involve that person if they’re part of  
a program, they’re not just some random stranger. (Advocate–generic)

One family member talked about the advantages she had experienced being formally 
recognised as a decision supporter in a healthcare context and suggested the benefits  
of such recognition in other aspects of a person’s life. 
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… if we’re talking about decision-making in houses or in people’s lives apart from health, 
then it’s that they might have a right to see key worker reports or the sort of internal 
documentation that families never see, or incident reports that involve the person concerned. 
… if you give people that title, then people kind of respect that title… I could imagine if I was 
given a title of Ned’s supported decision maker, whether I was Ned’s mother or his advocate 
or whatever role I had or his friend… then it would give me a kind of credibility to say to other 
people, ‘Well, look. This is how it’s best to support Ned in decision-making.’ I could then play 
a training role, if you like… it would give a credibility rather than oh, you know, yeah, she’s 
just arguing about it, she’s just Ned’s mum, you know? (Family–disability)

Whether or not formal recognition of unpaid supporters is necessary to enable best practice 
supported decision-making and the mechanisms for recognition, remain unclear. Unpaid/paid 
also may not be a useful category to distinguish between supporters. It may be more useful 
to think about differentiating between supporters who are formally recognised as decision 
supporters either by the legal system or a supported decision-making program, those who 
have no formal standing, and those who deliver supported decision-making as part of broader 
professional or support roles.

There is a significant gap in the evidence about this feature of supported decision-making, 
which should be addressed in future research about the practice of decision support. 

5.6 Conclusion
A best practice approach involves building an evidence base on the effectiveness of different 
practices and programs in achieving the objectives of supported decision-making. This should 
be done in ethical ways that adhere to the principles of an agreed national framework. This 
evidence should be shared and used to develop detailed guidance about more effective 
practices within communities of practice, to allow replication, adaptation and further 
development of new practices.

Some common elements of best practice supported decision-making are already known to be 
applicable across diverse contexts and for diverse people. These include knowing the person 
well; understanding the person’s personal, social and service contexts; recognising the person 
is capable of participating in decision-making; being committed to creating opportunities for 
decision-making; taking time in supporting decisions; tailoring communication to the person’s 
needs; providing options to choose from; enabling risk; and maintaining active self-reflection. 

Multiple supporters are preferable to one, and independence of supporters from service 
systems is also preferable in order to avoid conflicts of interest. However, it is acknowledged 
that in reality these and other elements of best practice are not always possible, and best 
practice frameworks should also be developed to reflect more challenging circumstances,  
such as the difficulty in recruiting and retaining multiple supporters, or the lack of time to  
carry out a more intensive support process.
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In Chapter 2, we recommended as the third element of the Framework: ‘Use of best practice 
and ethical supported decision-making – Use of evidence-informed best practice frameworks 
in supported decision-making should be central to all supported decision-making programs  
and initiatives’. 

Recommendation 5 Use of evidence-informed best practice frameworks in 
supported decision-making should be central to all supported decision-making 
programs and initiatives

5.1 The following categories be used to distinguish between supporters:

• Informal unpaid civil society supporters (for example, family, friends,  
associates, volunteers) with no formal recognition as a decision supporter 

• Unpaid civil society supporters with a formal appointment as a decision 
supporter for all or some decisions (for example, a friend appointed as  
a legally recognised supporter (‘supportive attorney’) in Victoria)

• Paid supporters who provide supported decision-making as part of their 
professional or support role and are monitored by their employer, subject  
to a code of conduct or professional registration requirements (for example, 
aged care workers or health care professionals)

• Paid supporters who are formally appointed and recognised as decision 
supporters (for example, a statutory guardian of last resort adopting  
a principled approach)

• Paid supporters who have a dedicated role in decision support and who  
may or may not be formally recognised (for example, an employed decision 
supporter in a funded pilot supported decision making scheme).

5.2  A national repository of resources for best practice supported decision-making should 
be established and actively curated to assess the strength of evidence on which they 
are based and promote dissemination of evidence informed resources. This would 
serve as a resource for dynamic communities of practice in sharing knowledge and 
experiences of supported decision-making generally, or for specific groups or sectors.

5.3  Further research is needed on different forms of recognition or legal standing for paid 
and unpaid supporters, and their impact on the quality of supported decision-making.

5.4  Further research is needed in particular on how supported decision-making can work 
in the context of people with disabilities with severe cognitive impairments.
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Chapter 6. Capacity building at individual, 
system, and institutional levels 
This chapter focuses on the fourth element of the Framework; namely the crucial need  
for capacity building for supported decision-making in Australia. As previous chapters have 
demonstrated, supported decision-making education and training based on best practice is 
needed for those being supported as well as the wide range of potential supporters across 
many sectors. This is necessary if holistic change is to be at all possible in Australia. 

6.1 Developing awareness and skills among supporters, 
service systems and community
Building the capacity of decision supporters to give effective support through training and 
mentoring has been a primary strategy employed by the pilot supported decision-making 
programs in Australia.214 It is widely recognised that unpaid supporters in particular need 
information and training215 and there is a growing body of evidence that demonstrates the 
impact of training on different types of decision supporters including: family members;  
substitute decision makers in financial administration schemes and healthcare contexts;216  
and professionals working in health, disability and aged care services.217 In a recent essay, 
Donnelly extends the focus of capacity building from skills training to include the service 
provider’s attitude, approach and abilities about supported decision-making. She advocates  
that all professionals across the spectrum of health to financial sectors should be prepared  
and expected to give support for decision-making.218 In part this is because for the most  
socially isolated, this approach presents one of the few opportunities to receive supported 
decision-making for decisions that impact their lives. 

Similar to Donnelly, respondents in our study took a broad approach to capacity building  
for supported decision-making. They recognised the broad range of professionals likely  
to be in touch with people with cognitive disabilities who would benefit from capacity building, 
including, lawyers, GPs, nurses, allied health workers. One respondent talked about the 
importance of building the capacity of medical staff to include issues of decision-making  
along with other key information when a person is diagnosed with dementia, 

On diagnoses, you are advised about: 1) your money, 2) health. Should be: 1) your  
family should be told about supported decision-making; 2) you should be told about  
consent around what happens with your body, and 3) your money. Without capacity  
building, wives and partners have no way to support the person. (Advocate aged care)

They saw that building knowledge about supported decision-making needed to occur across 
multiple systems and at multiple levels: for unpaid and paid supporters, individuals with cognitive 
disabilities themselves, professionals working in different systems. This would be needed to 
increase awareness and change institutional cultures of all types of health and community 
services, so that supported decision-making becomes the expected and default practice. 
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They saw capacity building as a key element of a supported decision-making framework  
and as an underpinning strategy for its implementation. Indeed, there was significant optimism 
that a broad range of strategies, some with targeted audiences and others more generic, could: 
increase the skills of all potential supporters; assist people with disabilities to know their rights  
to support; maximise effectiveness of support; raise community expectations about involvement  
of people with disabilities in decision-making and contribute to cultural change.

Need a policy structure to enable community capacity building. (Family-disability)

Need community to be more aware of good supported decision-making so it can lead 
expectations. (Advocate–disability)

One rationale for the emphasis on capacity building was the limited knowledge and divergent 
understandings of supported decision-making across sectors and the educative demands 
experienced and revealed by some pilot supported decision-making programs. As one 
respondent involved in a program said,

we spend a lot of time educating service providers and others around what the rights are 
of the person, what decision support is, and what the requirements and how they might 
differ to what the service provider is requesting. …we often, we have a number of requests 
along those lines …just recently we had someone from NDIS refusing to do a review of a 
reviewable decision because they don’t believe the person has the capacity to provide that 
instruction…. I think a lot of education needs to take place… with service providers and the 
NDIS, and others. (Advocate–disability)

Respondents saw the potential of capacity building to shift long-held misconceptions of some 
paid and unpaid supporters about people’s capacity to participate in decision-making and equip 
them with strategies more aligned with supported decision-making principles. 

Families can be transformed by capacity building. (Family–disability)

Supporters need to be trained and understand influence and subtle coercion, and how  
to be objective and neutral. (Advocate-generic)

Larger disability or aged care providers were seen as important targets who, by adopting 
policies about supported decision-making and training their own staff, were likely to influence  
the expectations and skills of direct support staff. 

For supporters whose approach was already aligned with rights, capacity building would  
assist in giving them more insight into what they were doing and equip them with a language  
of support that could be shared with others. 

Parents and others want to know what it is, and formally, how they might do it – even  
if they’ve always done it intuitively. (Professional)



93Capacity building at individual, system, and institutional levels 

Building knowledge about supported decision-making across systems was also seen as an 
important part of safeguarding that would help ensure there were multiple eyes watching out  
for a person – people who could identify and raise concerns if necessary. 

Need to have ‘a general community awareness and understanding of what supported 
decision-making should look like’ in order to pick it up where the wrong thing is being done’ 
and to rectify it through education. (Service provider)

As discussed in Section 1.4 and recognised in the Framework, the dignity of risk for people with 
cognitive disabilities is acknowledged and supported. As part of this, risk enablement education 
and training should be given to supporters, institutions and organisations to reduce the overly 
protective approach to minimising all risk that exists in some areas in Australia. 

6.2 Building capacity of people with cognitive disabilities 
Self-advocacy in the field of intellectual disability has since its inception in the early 1980s, 
been a vehicle for enabling people to understand and speak out about their rights. It remains 
at the core of the various projects underway in Australia that aim to build the capacity of people 
with cognitive disabilities to understand their right to supported decision-making, use support 
effectively and lead the development of supported decision-making in the services they use.219 
Some of these projects are funded as NDIS Information Linkage and Capacity Building projects 
or from other short-term sources of funding. Most have not been evaluated or are still works in 
progress. Many of these projects are taking innovative approaches. However, this is an area 
where there has been little research, and where evaluation of such initiatives will be important  
in developing evidence on which models are effective.  

With the right developmental opportunities, experiences and support it is likely that some people 
with intellectual disability will increase their capacity for decision making. There is a strong body 
of research on self-determination from the disciplines of psychology and education which aligns 
quite closely with ideas of building the capacity of people with cognitive disabilities for supported 
decision-making. This work is primarily focussed on children and young people with intellectual 
disabilities and aims to understand the factors that influence self-determination and develop 
strategies to better equip people with associated skills.220 We did not explore this in any depth  
in the literature, as it is a field of research in its own right.

However, focus group respondents emphasised the need to build decision-making capacity 
more specifically, rather than simply inculcate a broad understanding of rights. Specifically, 
for people with lifelong disabilities, many respondents considered it important to build their 
decision-making skills and experiences from an early age. For those who were now adults,  
but whose skills and experience of decision-making had been neglected in their younger  
years, significant upskilling was needed.

We need education in decision-making, because if people haven’t made decisions  
in the past, they won’t understand options and risks. (Advocate–generic)
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For those still young this should start early both at home and at school,

Supported decision-making needs to start early for people with intellectual disability 
 – when they start school or earlier, so you build supported decision-making into their 
educational environment and develop help-seeking behaviours. (Advocate-generic)

The NDIS ‘Early Intervention’ funding represents one opportunity to achieve this. It gives access 
to NDIS support funds at an earlier age where this leads to reduced support needs in the future.

More broadly, there is some evidence that changes to the nature of supported decision-making 
and expectations of supporters positively impacts on the confidence and decision-making skills 
of people with intellectual disabilities.221 

6.3 Strategies for capacity building
Building capacity for supported decision-making entails developing and implementing strategies 
to change knowledge, attitudes and skills across multiple societal levels. Most commonly these 
revolve around education, training and production of resources tailored to specific groups. 
These were the types of strategies focus group respondents had been involved with, as one 
service provider said, 

Couldn’t do more than bring in as supportive a system as possible – tried to promote 
and support good supported decision-making, i.e., training families, workers, support 
coordinators, Local Area Coordinators. (Service provider)

Other than training for decision supporters and work around building capacity for self-
determination in students with intellectual disabilities, there is little evidence about effective 
capacity building strategies. Several comments from focus group respondents suggest that 
proactive approaches are needed rather than relying on ‘self-serve’ passive resources. 

I think there’s some terrific websites that promote supported decision-making for mental 
health. I don’t see it having much traction. It’s pretty hard to judge…but I often ask people  
- have you seen that website? It talks about supported decision-making. Nah. Or, nah, it 
didn’t make sense to me. So, I understand there’s some really good ideas behind all that, 
but it’s how do you get to the person in a sufficient format that they can start to at least  
grasp what’s being offered here. (Advocate–mental health)

Capacity building is part of quality assurance, and thus many of the strategies discussed  
in the next chapter around oversight are also likely to build supporter capacity. These include  
for example: requirements to include supported decision-making in curricula of professionals;  
staff competencies or accreditation in supported decision through micro credentials and 
requiring appointees to formal supported decision roles to complete training or report  
annually on their practice. 
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Focus group respondents also thought checklists and reflective practice derived from best 
practice models were useful tools for capacity building as discussed in Section 5.2.

…a checklist ensuring that each person that might give advice or is part of that, is almost  
like a declaration of upholding those rights of an individual within those situations that 
they’ve been taken into consideration, within a framework and very transparent to say,  
‘I advised this person this,’ and took into account the different human rights, like a checklist  
to ensure that things aren’t skipped and to give transparency over the parties involved and 
even maybe examples. (Family–disability) 

There is enormous potential for innovative capacity building strategies that aim to change 
service cultures and supporters’ attitudes around supported decision-making, particularly  
those that include people with cognitive disabilities or their families in leadership, design  
and delivery. Increasing public awareness about supported decision-making principles and 
tools,222 can also be a component in capacity building, potentially as part of wider initiatives  
to promote the rights of people with disability in line with the CRPD.223 As a signatory to the 
CRPD, under article 8, the Australian Government is committed to taking ‘immediate, effective  
and appropriate measures’ to raise public awareness and foster respect for disability rights.  
This includes specific measures, such as: public awareness campaigns; embedding respect  
for rights at all levels of the education system from an early age; encouraging media coverage  
of disability-related issues consistent with the CRPD, and more targeted training programs.

Inter-sectoral collaboration across different tiers of government, business and civil society 
organisations, educational institutions and the broader community, is a crucial facilitator of 
effective campaigns to raise public awareness on disability rights issues, including supported 
decision-making.224 As discussed elsewhere in this Report, important roles are assigned 
to Offices of Public Advocates and Public Guardians in different states, which are charged 
with systemic advocacy and public education responsibilities (see also Section 4.3 and 
Recommendation 7.1); and disability advocacy organisations which, with appropriate  
resourcing, could play a lead role in raising public awareness of supported decision-making  
(see also Section 9.1). Funding for public awareness and capacity building campaigns  
and programs can be sourced through the NDIS Information Linkages and Capacity Building 
scheme; however, the short-term project-based nature of such funding may not be sufficient  
to sustain advocacy efforts over time. 

The media can also raise awareness of supported decision-making. In the USA, media 
coverage of Britney Spears’ conservatorship legal proceedings and the #FreeBritney  
movement has increased public awareness of conservatorships and prompted nation-wide 
calls for reform.225 However, such media coverage can also reinforce a binary understanding of 
supported and substitute decision-making, which as we argue in Chapter 1 can be problematic. 
Effective disability rights campaigns often focus on positive media coverage,226 suggesting the 
advantages of more positive media coverage on the benefits of supported decision-making.
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Mittler highlights social media platforms as powerful tools to raise public awareness of the 
CRPD in general, and supported decision-making in particular.227 As with traditional media, there  
is a need for positive messaging on the principles and benefits of supported decision-making. 

The Office of the United Nations High Commissioner for Human Rights highlights the 
responsibility of public inquiries for promoting public education and raising awareness.228 
Through its public dissemination efforts, the Disability Royal Commission can promote 
understanding of a principled approach to supported decision-making, and the necessary  
changes in the community, government, market and diverse service systems, as articulated 
throughout this Report. 

However, assessing effectiveness of this type of broader social change rather than  
changed individual skills is challenging and suggests the pressing need for longer rather  
than short-term demonstration programs which allow sufficient time for strategies to be  
refined and change identified. 

6.4 Conclusion
Capacity building across different sectors for supporters is essential to enable the Framework 
to succeed. As mentioned in Chapter 5, embedding knowledge of supported decision-making 
and best practice across sectors and professions is one way to account for the disadvantage 
experienced by those who might not otherwise have access to supported decision-making  
due to social isolation. 

It is also necessary to ensure people with cognitive disabilities have access to capacity  
building to develop their experience of decision-making and skills in using available support. 
This is particularly important across the life course for people with intellectual disabilities  
whose continuing developmental capacity for decision-making is contingent on high 
expectations of others and opportunities available in their daily lives. 

In Chapter 2, we recommended as the fourth element of the Framework: ‘Capacity building  
at individual, system and institutional levels – Capacity building at the individual, system  
and institutional level must be a key strategy for implementing all aspects of a Framework  
for supported decision-making.’ 
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Recommendation 6 Capacity building at the individual, system and institutional 
level should be a key strategy for implementing all aspects of the Framework . 

6.1  A key focus in the design of new supported decision-making programs and initiatives 
should be capacity building of paid and unpaid supporters.

6.2  There should be a focus on capacity building of people with cognitive disabilities  
that enables development of their skills in decision-making and / or optimal use  
of available support for decision-making. This is particularly important across the 
entire life course for people with intellectual disabilities. 

6.3  Particular attention should be given to capacity building initiatives that account  
for the needs of diverse people, by disability type and severity, and for people  
from diverse cultural backgrounds and First Nations peoples.

6.4  Awareness of supported decision-making and skills in best practices should  
be built into the NDIS workforce competence framework and core competencies  
of all professionals involved in health, aged care, legal, financial, human service  
and criminal justice systems.

6.5  A proactive approach is needed to disseminate capacity building resources, 
especially to informal supporters. This should include proactive circulation of 
information about resources through diverse media and networks, and incentives  
for supporters to actively engage in capacity building programs.

6.6  To move away from a culture of protection to one that enables people to take  
on and experience risks, all supporters, organisations and institutions involved  
with people with cognitive disabilities should have access to education on risk 
enablement and the positive aspects of risk taking to avoid an overly protective 
approach to all types of risk.

6.7  To increase awareness, understanding and respect for disability rights, and  
decision-making rights in particular, there is a need for public awareness  
campaigns and embedding content on disability rights in the education system.
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Chapter 7. Safeguarding, quality 
assurance and oversight 
The success of supported decision-making is heavily dependent on the quality of support 
available to a person, and for people with more severe cognitive disability, often relies on 
interpretation of will and preferences rather than direct verbal expression. Much day-to-day 
supported decision-making happens in private spaces not open to public scrutiny and in 
relationships of unequal power, be these paid or unpaid. These features create possibilities  
for manipulation, undue influence and abuse by supporters and mean, as the CRPD and  
ALRC recognised, that safeguards, quality assurance and oversight must be integral  
elements of a framework.229 As noted by Kohn: 

One of the primary worries, even for those advocating supported decision-making, 
is the potential for coercion or other inappropriate influence by a representative or  
supporter. Exploitation and abuse certainly occur in guardianship contexts (although  
it is unclear how frequently), and supported decision-making arrangements create  
new opportunities for abuse. Indeed, when we turn to more informal arrangements  
such as supported decision-making, which may occur in private and with less  
accountability, the potential for financial or other abuse likely increases.230

Kohn and Blumenthal231 and others argue that undue influence is likely to be a greater  
issue in supported decision-making arrangements than formal substitute decision-making  
due to the ‘untransparent and potentially unfair distribution of responsibility’ and the absence  
of the checks and balances that may be normally present when substitute decisions are 
made.232 Some of these concerns are now well described by research on practice of both 
paid and unpaid decision supporters.233 Concerns also extend beyond the informal to formal 
supported decision-making arrangements where for instance private, self-executed supported 
decision-making agreements, often implemented in family settings, may mean that such 
relationships are insulated from scrutiny and ‘magnify the risks of their deliberate abuse’.234 

Focus group respondents saw that quality assurance and oversight of supported decision-making 
arrangements and practice should be an essential part of a framework. Nevertheless, they were 
sceptical about the possibilities of doing this effectively, both in terms of social acceptability 
and what they saw as the failure to invest sufficient resources in monitoring service standards 
or worker codes of conduct. They had little confidence that, without significant investment of 
resources in design and implementation, regulation was likely to have other than unintended 
consequences and easily become burdensome and ineffective.

…regulatory systems struggle, I think, to deal with these issues very well, so that difference 
between encouraging good practice as opposed to trying to regulate…No question, you 
need to have that power to get rid of the really bad ones… but the real issue is probably 
around generally our capacity to really track and look at quality improvement is very  
difficult to achieve in modern bureaucratic systems. (Advocate-mental health)

Just registration of provider with NDIS and quality audits are not enough…they have 
‘beautiful’ policies. (Advocate–disability)
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Aged Care Standards already endorse supported decision-making principles, but there  
is no funding investment. (Advocate–aged care)

This chapter identifies the various ways in which quality assurance and oversight may  
occur across the diverse contexts in which supported decision-making is practised. 

7.1 Quality and oversight of informal unpaid support
Informal supported decision-making, like elder abuse and child neglect often occurs  
in a private context which makes monitoring its quality, particularly challenging. Many  
focus group respondents felt strongly that oversight of supported decision-making should 
differentiate between unpaid informal decision supporters and those who play that role  
in a paid capacity or have some type of formal recognition. 

Families shouldn’t be treated the same as workers. (Advocate–disability)

They raised questions about the reasonableness of scrutinising informal supporters  
and its impact on their willingness to undertake the often onerous, unpaid emotional  
labour of supporting decision-making.

Hard to monitor informal supporters or make people accountable in private relationships. 
There needs to be a space for informal decision makers who are doing the right thing  
to continue on without unnecessary intrusion. (Service provider)

The average family wouldn’t want an ‘inspector of decisions’ – very hard to implement. 
(Advocate–disability) 

…anything that creates a burden or obstacle to maintaining informal supports would be 
really problematic – a tricky balance. (Advocate–generic)

Rather than monitoring unpaid informal supporters, focus group respondents saw the primary 
means of having oversight of supported decision-making, as stemming from capacity building. 
As already noted, they advocated for greater community awareness and increasing the social 
connections of people with cognitive disabilities – having ‘multiple eyes watching out’ for a 
person who are aware of good practice and willing to raise concerns when they think things  
are not right. Over time and with sustained capacity building strategies, the ability of the 
community in general, of service providers and other professionals to be alert to signs of 
malfunctioning supported decision-making is likely to improve. Progress, however, is likely 
to be slow and hampered by the pressures that result from understaffing and underfunding, 
particularly in the aged care and disability support sectors.

Not all unpaid supporters operate completely in the informal sphere: some are recognised 
formally, albeit in respect of specific types of decisions. Such recognised roles include nominees 
for NDIS or Centrelink related decisions. It is also likely that, as supported decision-making 
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programs expand, more unpaid supporters will be accorded various types of formal standing, 
as in the case of supportive attorneys, supportive guardians and medical support persons in 
Victoria.235 Interestingly, in contrast to the majority view of focus group respondents, several 
parents of people with disabilities were less concerned about oversight, such as annual 
reporting or audits, once they crossed from an informal to a semi-formal role such as being 
appointed as a person’s primary decision supporter as part of a supported decision-making 
program. Indeed, they were used to requirements such as annual reporting, which is currently 
required for formal roles such as a guardian or administrator. As one respondent said, 

when it comes to a more formal status, perhaps a supported attorney role or a nominee 
correspondent, then in entering that legal agreement one would have to, as is currently  
the case, agree to certain behaviours and standards that you would uphold in doing so.  
And I suppose if those standards were breached, then someone, say a support worker, 
another citizen, another family member, could point out ways that it has been. And I  
suppose there would be almost a reactionary policing, for want of a better word, of  
a breach of that trusted role. (Family–disability)

The scope to offer unpaid supporters incentives to improve the quality of supported decision-
making will also increase as more become recognised in some way. Thus, it might be possible, 
for example, to target education campaigns to all supporters of particular populations – such as 
NDIS participants, people in receipt of carer payment or allowance, as well as those who hold 
some formal standing such as nominees. Incentives offered might include measures such as 
a designated supplement to recipients of care-related social security payments to engage in 
training, or a payment to nominees who lodge an annual ‘diary’ of their activity. 

Where abuse by a supporter is suspected, recourse can be made to existing processes that 
enable concerned persons to make a report to the offices of the Public Guardian or Public 
Advocates or other relevant bodies across Australia.236 

7.2 Quality and oversight embedded in legislation  
for appointed supporters
Most safeguards identified in the literature focus on imposing responsibilities, control and 
oversight on supporters,237 recognising the often unequal relationships that exist between  
them and the person they support. However, as noted by Bartlett: ‘how it is to be done is  
at best unclear, without the development of a system that is both unwieldy and intrusive’.238  
In some jurisdictions, including US states (including Delaware, Alaska, the District of Columbia 
and Rhode Island) and Ireland, restrictions have been placed on those who can act as a  
legally recognised supporter.239 This includes employers/employees, anyone against whom  
the decision-maker has a restraining order, and individuals directly providing paid support 
services to the decision-maker.240 Table 5 summarises some of the common local options  
from NSW, Queensland and Victoria.
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Table 5 . Existing monitoring and oversight mechanisms for legally recognised 
supporters (Vic) and substitute decision-makers (NSW, Qld)

Legally recognised support persons 
in Victoria (i.e., supportive guardian, 
supportive administrator, supportive 
attorney, medical support person)

Legally recognised substitute  
decision-makers in Vic, NSW, Qld

Advice or directions can be sought from 
the tribunal by a supporter
If self-appointed, the person who 
appointed the supporter can revoke 
that appointment if they have decision-
making capacity to do so.
Offence committed where supportive 
guardian or supportive administrator 
uses their position to obtain financial 
advance or cause loss to the supported 
person or another person.
Offence committed to purport to act  
as a medical support person.

Periodic review by tribunal of appointed 
guardians / administrators.
Interested person (including Public Advocate) 
or the person themselves can approach tribunal 
(or the tribunal on its own initiative) for review 
/ revocation of appointment of a substitute 
decision-maker.
Duty to keep records – administrators only.
Public Advocates/Public Guardians have 
designated roles for some types of decisions 
(eg, Public Advocate role in Vic re: refusal  
of health care by substitute decision-maker;  
role of Public Guardian in Qld when substitute 
decision-maker does not apply the health care 
principle; mediation of disputes and referral  
of matters to tribunal).
Advice or directions can be sought from  
the tribunal.
Person can change or revoke any appointment  
if they have decision-making capacity to do  
so.Offences applicable to substitute decision-
makers (eg, making health care decision  
when it is known they had no right to do so;  
for substitute decision-makers who use their 
roles dishonestly).

Strategies have also included explicit legislative duties on supporters to, for example,  
refrain from undue influence.241 In a similar vein, one focus group respondent in our fieldwork 
suggested the value of formalising informal supporters’ roles, through mechanisms such as 
supported decision-making agreements so that expectations could be made clear, 

I think that a formal tool can help contain a supporter, an overzealous supporter because 
you say what the supporter could do because without that specification, there can be some 
vagueness around what a supporter’s allowed to do. (Advocate–disability)
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Other legislative provisions have imposed fiduciary duties on supporters242 which may  
also involve submission of periodic reports to a government oversight body (as is the case  
in Ireland).243 Serving a similar function are both periodic and on-request court or tribunal 
reviews of support arrangements. Such review arrangements were highlighted in Argentinian 
reforms and include the supported person’s right to be heard on their own, or with support.244  
An interesting innovation that places the issue of safeguards in the hands of the person with  
a disability exists in Peru, where people can nominate their own safeguards, including  
reporting, audits, periodic supervision, interview and information requests.245 

In Victoria where supported decision-making arrangements are formally recognised, the  
VCAT has been given powers for overseeing supporters similar to those they hold for substitute 
decision makers, including annual review and reporting requirements. These safeguards have 
the advantage of being routine, not reliant on a member of the public for initiation. Other types 
of safeguards with this more proactive character might include expanding the watching brief 
of people serving as community visitors or disability advocates to also include being alert to 
indications that a supported decision-making arrangement has become problematic. 

Throughout Australia, all privately made decision-making arrangements (enduring powers of 
attorney over finances, health, or personal guardianship) are reviewable and can be terminated 
by state and territory guardianship tribunals.246 Offices of the Public Guardian or Public Advocate 
in most jurisdictions also have the ability to do likewise on their own initiative or assist a member 
of the public by taking carriage of a concern that is reported to them. While largely cost-free 
and able to be initiated by any member of the public, this type of safeguard relies on someone 
recognising an issue of concern and setting a review in motion.247 The effectiveness of this type 
of safeguard depends on having sufficient community awareness and high professional practice 
standards relating to the identification and referral of suspected abuse by supporters. Public and 
professional education initiatives would therefore be needed as an essential adjunct.  

7.3 Service standards, accreditation and  
professional competencies 
Given the diverse contexts and the diverse range of paid supporters involved in supported 
decision-making, various public institutions already have an existing or potential presence in 
quality assurance and practice oversight. This includes for example, through standards and 
accreditation of services and workers in the NDIS and aged care sectors, and professional 
registration and codes of conduct for allied health, medical, legal and financial professionals. 

For example, standard 1 of the Aged Care Quality Standards framework recognises that 
‘consumers who need support to make decisions are expected to be provided with access to  
the support they need to make, communicate and take part in decisions that affect their lives’.248 

Focus group respondents saw the existence of standards alone as insufficient quality assurance 
mechanisms. In their view standards needed to incorporate indicators of good practice that 
could be proactively monitored or reported against and were tailored to the role and context  
of a supporter. They pointed for example to, 



104 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

…need to develop some good indicators for supported decision-making – some could be 
anecdotal – simple as ‘what’s the evidence they got choice of clothing?’ Where has a person 
had ‘opportunities to choose what food they eat, when they go to bed, when they don’t go  
to bed, and stuff like that?’ (Family–disability)

Need mandatory KPIs for supported decision-making and record them so they can  
be audited and a worker is then rewarded for taking the time to practise supported  
decision-making. (Advocate–aged care)

And the quality standards should have supported decision-making embedded and  
how you report against it – consumer experience reports need to ask about supported 
decision-making. (Advocate–aged care)

Various ideas for quality assurance indictors that could be embedded into standards were 
suggested by focus groups respondents. These involved recording supported decision-making 
processes, using checklists, videoing interactions, or comparing supported decisions to earlier 
documented preferences of a person. Some of the suggestions came from their own practice  
as part of pilot programs. 

We record the process, are clear about the steps. (Advocacy–disability)

Paid supporters can record the process as part of their supervision… Could do written 
description, or a conversation (or supervision) of how you’ve gone through the [practice] 
framework, – gives a good step by step guide – don’t have to do it for every decision. 
(Family–disability)

One respondent suggested using information from internal quality control and feedback  
groups with residents as evidence for auditors about processes. 

Internally aged care homes are required to run their own consumer engagement and  
focus groups. Feedback from those is provided to assessors – so can demonstrate the 
residents have been consulted on a range of things from food to activities to quality  
of care. (Advocate–aged care)

This type of proactive monitoring of standards was acknowledged by respondents as time 
consuming and labour intensive, which raised questions about the viability of implementing 
them. Even more resource intensive were the examples of ‘ideal type’ monitoring of supported 
decision-making given by several respondents from their own experience. 

For the group home which she set up, they put in place a psychologist once a month,  
who didn’t meet with parents or staff, who just met with residents so that they could  
have an independent voice. (Professional)

…one of my son’s communication partners will sometimes do a phone video of their 
conversations and then we can look at it. (Family–disability)
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Other approaches to quality assurance involve embedding supported decision-making skills 
and competences into workforce competencies or professional accreditation or educational 
curricula. Focus group respondents said for example that, 

… [we] could have a code of conduct as a starting point. Problem is how to enforce it? 
Registration and then de-registration if breach? (Advocate–generic)

Competence in supported decision-making is already built into the NDIS Quality and Standards 
Commission workforce competencies, and code of conduct.249 But similar to standards, these 
need indicators and active monitoring to be effective. Even iconic and supposedly universally 
adhered to ethical or professional codes can have negligible impact unless there is a tangible 
connection to professional life such as accreditation of a unit or professional registration. 
Bearing this in mind, a productive longer-term approach might be to have legal, health and 
welfare professionals to complete supported decision-making on-line protocols or in-person 
training sessions, as a mandatory part of professional accreditation. Pipeline effects in terms 
of members of the medical, legal, social work, nursing, allied health and disability services 
workforces might also be boosted through inclusion of modules on supported decision-making  
as part of the curriculum. Incentives in the form of special awards or accreditation standards 
might be introduced to give status and signal expertise to the public.

The traditional command and control regulatory models – involving setting standards, monitoring 
compliance through inspections, complaints or requiring regular accreditation – are not equally 
effective in all settings. There is a strong body of evidence to suggest that frontline medical 
and associated health workforces in care settings may respond better to ‘professional review 
or second opinions’, and that administrative settings similarly have their own rhythms and 
processes that optimal regulation needs to accommodate.250 

7.4 Stringent measures for high-risk decisions 
As suggested in Chapter 1, issues of risk and lasting harm to the person pose limits to supported 
decision-making. Where supported decision-making ends and substitute decision-making that 
takes account of personal and social wellbeing as well as will and preferences begins, will always 
be unclear. Use of existing tribunal processes for safeguarding appointment of guardians would 
run contrary to supported decision-making principles and at most should be the very last resort. 
Instead, the focus should be on inculcating the highest standards of reflective good professional 
practice, including measures such as documentation, justification of reasons, peer discussion  
and routine revisiting of such decisions.

Focus group respondents envisaged circumstances where a supported decision may have 
lasting or serious consequences which may not necessarily entail such harm or competing 
rights. For these types of decisions some rather surprisingly suggested measures that might  
be expected to deter informal supporters from taking on the role, such as formal documentation  
of processes and scrutiny by an independent oversight body should occur.  
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If there is only one supporter for a significant decision, you may need ‘more strident 
safeguarding, or you’d want multiple perspectives in situations that involve serious risk 
…to the person or others. That way you could target resources at the more significant 
decisions – maybe the sale of property – ‘some independence around decision-making  
that was happening there would be feasible and reasonable to expect’.… there could  
be a policy that would require something more significant than just documenting a regular 
process. (Service provider)

Maybe not a guardian in its current form but someone who looks at the decision proposed 
to be made and I guess tests the veracity of that decision in terms of what the person might 
choose for themselves… (Advocate–generic)

When making a ‘best interpretation’ of a person’s will and preferences and the 
consequences are serious – eg, life-altering surgery – need ‘some means to intervene 
beforehand’ and ‘have people record the reasoning for their interpretation of will and 
preferences…’ (Family–disability)

One possible independent agency to consider as part of the design of these measures may 
be the watchdog role of existing offices of the Public Advocate or Public Guardian, in serving 
as the ‘eyes and ears’ for such concerns. Utilising such existing infrastructure and agencies 
with experience of decision oversight may be preferable to establishing new bodies dedicated 
to oversight of supported decision-making, as has been the case in Ireland. This was the view 
of focus group respondents who, although they saw the necessity for one or more bodies to 
take responsibility for developing capacity and oversight of supported decision-making, were 
reluctant to establish new ones. 

‘I’m not imagining some new agency that gets set up to check on supporters of decision-
makers; to administer it would be heavy-handed, and not a good use of resources.’ 
(Advocate–generic)

Probably the OPA because the community visitor program is close to it. Parents do have 
confidence in the OPA. (Family–disability)

If existing infrastructure is used it will need additional funding to account for greater roles 
including education and oversight of supporter relationships.
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7.5 Conclusion
This chapter proposes that, rather than a uniform approach, particular styles of quality 
assurance and monitoring might best meet the needs of the different settings in which  
supported decision-making occurs. For example: 

• Administrative/bureaucratic logics for construction of monitoring would appear to be  
best suited to oversight of fidelity to purpose for the high-volume administration nominee 
provisions and appointment of formal supported decision makers;

• Professional review/quality assurance logics operating through offices of the Chief medical 
officer/Chief psychiatrist, overseen by general or sector specific health complaints bodies 
(as in Victoria) and professional education, postgraduate and professional development 
accreditation training requirements may continue to be favoured in health/medically 
dominated settings, such as acute and community mental health; and in general health 
settings (where advance directives and other such powers arise); and

• Worker or professional codes of conduct, practice guidelines, in service supervision  
and oversight by quality regulators such as the NDIS Quality and Safeguard Commission 
and the Aged Care Quality and Safety Commission may be best suited to non-healthcare 
professionals and supporters in the disability and aged care sector.

• External tribunal merits review logics might continue to be favoured for monitoring fidelity 
to purpose of exercise of enduring powers of attorney/financial administration (i.e., by the 
already familiar and validated frameworks and institutions developed for Australia’s  
reformed adult guardianship regimes). 

Given the experience of regulatory failure of quality assurance and complaints oversight in 
residential aged care, as documented by the Aged Care Royal Commission and the Carnell 
Review,251 it is premature to speculate on the choice of logic to inform design of monitoring  
of residential aged care and disability services. 

In addition to statutory and formalised forms of monitoring, a degree of ‘soft monitoring’ exists  
in the interface of informal supporters with formal services such as healthcare or social services. 
These service encounters give opportunities for transmission of knowledge about supported 
decision-making, and oversight on the practices of supporters.  

In Chapter 2, we recommended as the fifth element of the Framework: ‘Safeguarding, quality 
assurance and oversight – Approaches to safeguarding, quality assurance and oversight 
should be adopted using strategies that best meet the needs of the different settings in which 
supported decision-making occurs and are proportionate to risk’. 
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Recommendation 7 Approaches to safeguarding, quality assurance  
and oversight should use strategies that best meet the needs of the 
different contexts in which supported decision-making occurs and  
are proportionate to risk . 

7.1  Existing disability rights advocacy organisations and decision support infrastructure 
– such as offices of Public Advocates, Public Guardians and tribunals – should be 
appropriately funded and used to deliver education, guidance and oversight  
of supported decision-making practice. 

7.2  Different approaches to safeguarding and monitoring are required for the various 
different types of supporters. 

7.3  Education, training and financial incentives – rather than external regulatory 
monitoring, ‘codes of conduct’ or punitive measures – should be applied to  
improve the quality of supported decision-making by unpaid supporters. 

7.4  For formal supporters a range of measures are needed such as service and 
professional codes of conduct, standards or accreditation about supported  
decision-making.
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Chapter 8. Forward planning, funding  
and building social connections 
This chapter discusses the final three elements of a Framework for supported decision-
making: enabling forward planning; adequate funding; and formal strategies for building social 
connections. The first of these three elements represents the potential to change expectations 
about the way nominated supporters will carry out their role in making future decisions with a 
person. The second, adequate funding, is an element necessary to bring about change and 
enable supported decision-making to become embedded in services. The third, formal strategies 
to build social connections, is an element that in the longer term will combat social isolation of 
people with cognitive disabilities, reducing inequities and reliance on paid decision supporters.  

8.1 Enabling forward planning 
Forward planning enables people to make arrangements for a future time when they might need 
additional decision support, for reasons such as declining cognitive capacity (as with dementia) 
or its sudden loss (due to brain injury or stroke). People with cognitive disabilities who want to, 
should be enabled to plan ahead. 

While forward planning generally encompasses thinking about the future and discussions with 
loved ones (and possibly professionals), there are also legal instruments which can be used 
to record decisions made or wishes held about what a person wants for themselves in the 
future. These include appointments of substitute decision-makers for health, lifestyle or financial 
decisions (discussed in Chapter 4). These are formal legally recognised ways of documenting 
wishes for the future. As these legal instruments currently require a person to have a threshold 
of decision-making capacity, most people with existing cognitive disabilities are excluded from 
executing and using them. For example, although provisions in Victoria for making advance 
care directives for end-of-life care include the possibility of appointing a support person to  
assist in decision-making, a person must still reach a threshold of capacity with support in  
order to make a directive.252 Existing forward planning mechanisms are also often associated  
with substitute decision-making (see Section 4.3).

The process of forward planning should include the option of nominating a future decision 
supporter as well as expressing a person’s wishes generally or about specific likely events  
such as end-of-life care. Reforming and expanding legal options to include the ability to  
appoint decision supporters also has potential for realisation of a principled approach to 
supported decision-making, because of the large number of citizens who can be supported  
this way. However, forward planning also raises challenges. This is partly due to current 
legislation mostly granting substitute decision-making powers, but also because will and 
preferences can change over time in a way that a person cannot always predict and plan for.

Focus group respondents from across the aged care, disability and mental health sectors saw 
the value of forward planning mechanisms as an element of supported decision-making. Most 
commonly mentioned were legal advance care directives that expressed a person’s values, specific 
instructions or nominated a future substitute decision maker about end-of-life care or medical 
treatment. Respondents suggested these were increasingly becoming a requirement of aged care 
services, increasing autonomy for individuals but also reducing risk for service providers. 
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Need to get end of life things done long before dementia comes in… have to choose  
the right people. (Advocate–aged care)

Supported decision-making through forward planning can also be useful for people with 
intellectual disability. Several respondents raised the potential value of forward planning  
for future transition of a primary decision supporter when a person’s primary carer dies.  
As one family member said, this could avoid unnecessary formal processes.

If you have recognised/appointed role of a supported decision-maker then when parent  
dies, it is also recognised that someone needs to step into the role – maybe have a list  
of default decision-makers – like the ‘person responsible’ hierarchy – don’t want to have  
to go to VCAT every time – only if someone challenges the hierarchy. (Family–disability)

Advance appointment of a future decision supporter for a person with intellectual disability  
might help assuage the anxiety of parents about what happens when they die. It can also  
help avoid parents making rigid plans about the future (for instance about accommodation  
and support) for their middle-aged son or daughter, that don’t take account of the person’s 
continued development or their preferences. Advance appointment of future decision supporters 
would offer further flexibility and opportunity for involvement of the person themselves at the 
time decisions have to be made rather than others anticipating the decision ahead of time.253

Another potential benefit of using legal instruments for forward planning is the opportunity for 
the person appointed as a future supporter to get to know the person they will support better. 
This can improve the quality of decision support in the future when the plan is activated (see 
Chapter 5). 

However, respondents also saw problems with forward planning legal instruments. For older 
people, honouring advance care directives was seen as challenging given the changes that 
might occur over time to a person’s preferences. This issue was summed up in one focus  
group discussion, 

So, if you’re someone whose made an Advance Care Directive prior to diagnosis for dementia, 
there’s one line of thinking that suggests that should be honoured regardless of any changes 
that you might experience if you have cognitive impairment or dementia…Then there’s another 
whole line of debate that argues, ‘Well no, dementia is a transformational experience and that 
any changes that occur, in that experience, need to be respected, and any change in wishes 
accordingly, including in relation to health needs, also need to be respected.’ …There is a 
middle line here, and it’s actually what many people, supporting people with dementia, do 
anyway which is balance. Knowledge of previous wishes, whether documented or otherwise, 
or just verbalised, and current wishes or preferences if they’re expressed and even if they’ve 
changed. (Advocate–aged care)

As discussed in Chapter 4, some existing legal instruments which provide for substitute 
decision-making such as enduring powers of attorney, can be adapted to overcome some  
of these problems by embedding supported decision-making principles within their operation. 
(See recommendations in Chapter 4). 
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A forward planning appointment of a supporter is one way of furthering supported decision-
making principles. Victoria is the only Australian jurisdiction that provides a legal option to make 
this type of formal appointment in the form of a supportive guardian or supportive financial 
administrator.254 However, this model has two significant design flaws. First, the requirement  
to demonstrate decision-making capacity before a person can appoint a future supporter,  
and second, the termination of an existing arrangement if capacity is deemed lost. 

First, the threshold, of having ‘decision-making capacity in relation to making the appointment’, 
sets the bar too high. Although capacity to understand risk of imminent, serious and lasting 
harm is an important consideration in a principled approach to supported decision-making  
(see Section 1.4), the Victorian insistence on demonstrated capacity arguably does not fully 
align with the principles of supported decision-making, and warrants reconsideration.

The second and arguably most significant drawback of the Victorian legislation for appointing 
a supporter is that the appointment is not an enduring one in that the appointment lapses once 
the person loses the ability to understand and consent to it. We believe this should be rectified, 
at least to give the opportunity for the person to choose between making an appointment that 
does end in this way, or instead appoint an enduring supporter – so that the appointment does 
not cease when the person making it loses the capacity to consent to it.255 As Keeling might 
argue,256 the current Victorian design reflects a ‘thin’ conception of autonomy (where autonomy 
always prevails over any other value) whereas a richer conception of autonomy would include 
being able to choose greater permanence in order to avoid being subject to a less palatable 
imposed guardian. At a practical level, in the absence of an option of appointing an enduring 
supporter, when a Victorian-type non-enduring appointment lapses, the reality is likely to be  
that any enduring power of substitute decision-making will be activated. And if there is no 
enduring power of attorney, then a guardianship or administration order may be sought (and 
likely granted). The perverse result is that more people will have a substitute decision-maker 
and at an earlier point in life than otherwise might be achievable if the option of an enduring 
supporter were to be introduced. 

Once such legislative issues are resolved, supported decision-making forward planning  
should be promoted through education and capacity building measures that are designed  
not only to improve take-up but also improve the quality of forward planning. In our focus 
groups, one advocate explained how their organisation was already developing resources  
to move potential substitute decision-makers’ practice closer to supported decision-making. 

…people get appointed as substitute decision makers under Advance Care Directives,  
and people just think it’s an opportunity to make decisions for a person as opposed to  
with the person.  … [we are developing] education tools in relation to Advance Care 
Directives focusing on substitute decision makers because we want them to be educated  
and trained in supporting people to make their own decisions for as long as possible, 
or if they have to make them for them that they focus on the person’s wishes and that 
objectivity… it’s an education piece really…if there’s no guardianship formal order in  
place there’s no one to account to…it’s education and education. (Advocate–generic)
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A well-funded and well-designed education program is needed to promote the take up  
and quality of supported decision-making through forward planning legal instruments. While 
education is needed for the public at large, it should be targeted primarily at legal and medical 
professionals, and disability and aged-care service providers, who are often a first point of 
contact for conversations about advance planning. Particular attention should also be given  
to tailoring education (including ‘templates’ and documents) to meet the diverse needs of  
people from different disability groups as well as those from culturally diverse backgrounds  
and First Nations peoples. 

In Chapter 2, we recommended as the sixth element of the Framework: ‘Enabling forward 
planning – All legal instruments for forward planning should reflect a principled approach  
to supported decision-making to minimise the potential for future best interests substitute 
decision-making remaining as the default option in these instruments. The range of forward 
planning legal instruments should be expanded to allow for the appointment of supporters  
and enduring supporters. 

Recommendation 8 All Australian legal instruments for forward planning should 
reflect a principled approach to supported decision-making by being directed 
by will and preferences, including that when a person with cognitive disability 
receives supported decision-making from an informal or formally appointed 
decision supporter enabling them to make clear their advance wishes, these 
wishes should be respected . 

8.1  State and Territory laws should be reformed to offer the option for people to  
self-appoint a legally recognised supporter for decision-making (as in Victoria). 
However, consideration should be given to setting the lowest possible level of 
understanding needed for such appointments and to providing the option of 
appointing enduring supporters. 

8.2  Create and widely disseminate ‘templates’ for forward planning that align with 
principles of supported decision-making and allow for recording statements  
of will and preferences.

8.3  Develop and deliver education programs – both for the public at large, and  
targeted at legal and medical professionals, disability and aged care support 
workforce – about the benefits and best practice for supported decision-making 
through forward planning.

8.4  Give particular attention to adapting forward planning legal instruments, templates 
and education for the needs of diverse people, by disability type and severity,  
and for people from diverse cultural background and First Nations people. 
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8.2 Adequate funding
The right to supported decision-making encapsulated in the CRPD lies at the heart of most 
aspects of design and implementation of supported decision-making programs and frameworks. 
The CRPD involves two different but complementary types of rights: civil (like the right to 
freedom from torture), and the ‘socio-economic rights’ (like the right to health). These rights  
are intertwined but differ in terms of their cost. Securing civil rights is not without some  
economic cost (such as the cost associated with banning and then enforcing a ban on torture),  
but it is socio-economic rights which need considerable access to resources (such as access  
to reasonable quality healthcare) and carry significant cost implications.  

A very serious weakness of much debate about supported decision-making is that proposed 
reforms lack attention to questions of resourcing. Supported decision-making involves both  
civil rights as freedom from protection against denial of autonomy in the form of substitute 
decision-making, and socio-economic rights as access to support for decision-making.  
Little or no progress is likely from merely abolishing laws or programs that deny agency and 
autonomy, such as guardianship and other substitute decision-making, without providing access 
to supported decision-making. It is the latter that is more resource demanding. Like ensuring the 
‘freedom’ of the homeless not to sleep under bridges,257 it is the ability to harness resources that 
determines whether a right is real or merely notional.  

Lack of adequate funding to resource all elements of a supported decision-making framework 
– best practice capacity building, oversight and monitoring and building social networks – was 
consistently raised by focus group respondents. Some pointed to the potential of existing 
agencies, both government and non-government involved in supported decision-making,  
but also to the limited resources available to further this work. 

As already discussed in other sections of this Report, respondents were wary of introducing 
programs, standards or monitoring of these without sufficient resources. Poorly resourced 
programs were seen as generating more harm than good. Participants pointed out repeatedly 
the dangers of single informal supporters and of endorsing informal substitute decision-making 
practices which had the potential to be as restrictive as formal guardianship and perhaps even 
more so as it might lack formal oversight. 

complicated though when the person abusing them is their supporter. (Advocate–generic) 

Article12 CRPD is tricky – not only guardianship that can rob people of personhood, but 
quasi-informal guardianship by families and service providers. (Advocate – disability)

Respondents also identified the potential for supported decision-making to be misinterpreted 
and for simplistic or misguided notions of autonomy to lead to neglect. 

And it’s too easy for staff to say, “would you like to go out or would you like to stay home?”  
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And Ned’s sitting comfortably in the wheelchair, in his armchair watching some movie  
or some inane stuff on YouTube, and he’s going to say, “Oh, I’ll just stay here, thanks,” 
because he doesn’t like change and change is a bit harder for him than for other people.  
So, you can’t present it like that. (Family–disability)

These concerns flag the importance of oversight mechanisms being built into and funded  
within existing legal and statutory offices. These additional costs need to be factored into 
developing a successful supported decision-making framework.

There is also risk that supported decision-making will be used as an excuse for cutting costs in 
other areas of service provision. Respondents noted the dangers of seeing supported decision-
making as a panacea for service system problems and having inflated expectations about what 
supported decision-making might achieve in furthering the rights of people with disabilities. 

While the benefits of successfully implemented supported decision-making are evident, the 
evidence so far is that providing good quality supported decision-making takes significant time, 
effort and is far from cost free. ‘On the cheap’ programs and legislative options for appointment 
of supporters, involving only the minimal cost of passing the new law, risk the prospect of 
very few appointments being made and with little to show by way of outcomes even when a 
supporter is appointed (not least because supported decision-making currently is not an idea 
that the public grasps or knows how to realise). Unless accompanied by adequate access to  
the resources needed to make it a reality, support for decision-making will fail.  

In Chapter 2, we recommended as the seventh element of the Framework: ‘Adequate  
funding – Provision of adequate funding is needed to enable supported decision-making  
to be implemented within and across sectors and jurisdictions in Australia. This bespoke 
national funding should be separate from service packages in Commonwealth, State or  
territory schemes such as the NDIS, Aged Care, and other individualised funding packages  
for support for people with cognitive disabilities’.
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Recommendation 9 Provision of adequate funding is needed to enable supported 
decision-making to be implemented within and across sectors and jurisdictions 
in Australia . This bespoke national funding should be separate from and 
additional to, reliance on funding from service packages in Commonwealth, 
State or Territory schemes such as the NDIS, Aged Care, and other individualised 
funding packages for support for people with cognitive disabilities .  

9.1  A comprehensive cost-benefit analysis, accounting for the full cost of implementing  
a full package of supported decision-making programs, against an assessment of  
the benefits to society should be undertaken which should also map which levels  
and branches of government will bear which costs.

9.2  NDIS, aged care and other State or Territory schemes for individualised packages 
of funding for support for people with cognitive disabilities should fund supported 
decision-making for participants who have no access to informal sources of support.

8.3 Formal strategies for building social connections 
As already discussed, both the literature and focus group respondents consistently identified 
inequities among people with cognitive disabilities in their ready access to unpaid supporters who 
are core to supported decision-making. As several respondents remarked, the perspectives of 
those without social connections are seldom heard in debates about supported decision-making. 

We’re interested in that person who is really super-quiet and is no problem to anybody, 
because maybe that person doesn’t have any family, and has needs that are just being 
ignored…. (Advocate–disability)

In the case of people with cognitive disabilities associated with intellectual disability, acquired 
brain injury or mental health, the literature contains very little evidence of effective strategies for 
building and maintaining social connections for those without a family member who can act as 
the foundation stone.258 Among focus group respondents there was also a sense that there was 
very little real evidence about successful strategies or costs of this type of work. Initiatives that 
were identified were those of family-based organisations and tended to rely on a person already 
having a core supporter around whom a network could be generated. 

Need more work on how to find people to be supporters. (Professional) 

You can have a circle of friends… It has to commence with the family or someone who’s 
extremely involved and fond of the individual. Paid staff cannot play that role. It is important 
for Dave he knows the difference between paid staff and friends… But a paid support worker 
with a dedicated role could absolutely help build a circle of support – but not be part of it. 
(Family–disability) 
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Have to have a core key person that will then build a network around them and maintain the 
network – in the long term doesn’t have to be expensive…built around facilitator of networks 
around a person – doing a few hours a month. Takes longer to get them up and running but 
once established, not a lot of hours. (Family–disability)

In the case of people with dementia, the issue is more often one of declining social connections 
as friends and family age and die. While social connections are a key to their wellbeing, little 
attention has been paid to rebuilding social connections for people in later life. Likewise, a focus 
on building social connections from early age could potentially help realise long term benefits, 
however there is little evidence to support this. 

8.3.1 Are microboards a potential strategy? 

NDIS policy currently allows funding for setting up a microboard, though not on-going running 
costs (such as the time of board members). Whether formally constituted microboards were 
one useful mechanism for building networks from scratch was raised by respondents, but the 
requirement for a minimum number of members was seen as an obstacle. 

could be where micro board needed – legal entity – but needs to be wound up if less than  
5 or 6 people– needs a commitment. (Family–disability)

The focus group responses suggest that the currently fashionable endorsement of microboards 
as a vehicle for realisation of supported decision-making may be oversold. Microboards were 
pioneered in the western Canadian province of Manitoba in 1984 but popularised in British 
Columbia as Vela microboards for people with intellectual disability.259 They draw on elements 
of friendly societies, cooperatives and community associations – all designed to make cheaply 
accessible to average citizens the advantages associated with having a separate legal 
identity (corporate legal personality) but without the expense, need for legal advice  or other 
complexities of setting up a company.  

Microboards can lay claim to four advantages over informal networks of support: (i) greater 
accountability and continuity;260 (ii) building social capital;261 (iii) ‘succession’ planning for  
when ageing families are no longer able to assist; and (iv) as a person-centred way for  
others to manage someone’s individualised funding.262  

Microboards take very many forms, and as an extensive review in Nunnelley’s report for the Law 
Commission of Ontario suggests, they are all forms of ‘personal support networks’.263 However it 
is as an alternative way of helping people to realise their will and preferences in ‘self-managing’ 
tailored funding packages that they have the greatest appeal.264 In an Australian context, this 
would be in serving as an alternative to the current powers of a NDIS ‘plan’ or a Centrelink 
‘payment’ nominee, though the Canadian experience suggests this would appeal only to people 
with an intellectual disability.265 The same is true of any attraction of microboards as a vehicle 
for succession planning as existing family supporters of persons with an intellectual disability 
age and die. This overlaps to a degree with the role intended to be played by Australia’s poorly 
designed and thus considerably under-used special disability trusts.266  



117Forward planning, funding and building social connections 

There are both benefits and drawbacks of microboards.267 The supposed greater accountability is 
heavily contested,268 and the symbolism of corporate-faced ‘personalisation’ of support is, to say 
the least, somewhat jarring.269 Succession planning is a much contested goal (paternalistically 
assuming that this is necessary rather than a product of the person’s will and preferences) 
and in any event it can better be promoted in other ways.270 Microboards have been found to 
hold little appeal for people with mental illness, for whom private planning options of advance 
healthcare directives or supporter appointments better attune to aspirations of maximising 
control; or for people with ABI who are more likely to already have circles of like-age informal 
partners/supporters; or for people with a dementia struggling to find a single supporter, much 
less a pool of people. 

The advantages conferred by having more than one supporter (that there are several watchful 
eyes to help protect against abuse) can be obtained in several more informal ways, short of 
setting up microboards.271 

There is nevertheless a very significant gap in evidence about costs and strategies for building 
and maintain social connections for people with cognitive disabilities as a means of combatting 
social exclusion and facilitating supported decision-making. 

In Chapter 2, we recommended as the eighth element of the Framework: ‘Strategies to build 
social connections – Strategies to build social connections of people with cognitive disabilities 
who are socially isolated should be a priority investment in supported decision-making programs 
and initiatives.‘

Recommendation 10 Strategies to build social connections of people 
with cognitive disabilities who are socially isolated should be a priority 
investment in supported decision-making programs and initiatives .

10.1      A comprehensive research program to understand how to build social connections  
for people with cognitive disabilities who do not have existing strong family or  
informal relationships should be funded as a priority. 

10.2       Demonstration programs to build lasting and robust social networks of people  
with cognitive disabilities who are socially isolated should be funded and evaluated  
as a priority.
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Chapter 9. Barriers to implementing  
the Framework
Across the world there has been much less progress developing supported decision-making 
frameworks than anticipated following passage of the CRPD. This lack of progress is despite  
the success of many pilot programs and a burgeoning body of scholarly literature and law 
reform reports.272 This chapter considers the question of barriers that exist to implementing 
a supported decision-making framework such as that we are proposing. We draw on the 
perspectives of the respondents in our fieldwork and the rather limited international literature  
on this issue. 

Many of the barriers are associated with the difficulties of creating the prerequisites for 
supported decision-making some of which are captured in the elements of the proposed 
Framework as discussed in earlier chapters. They included: divergent understandings; 
the complex interfaces across systems and levels of government; uncertain demand and 
acceptability; the scale of funding needed; workforce issues, the limited risk appetites, and 
maintaining fidelity of supported decision-making and inclusive practices of co leadership.

9.1 Divergent understandings of supported  
decision-making  
Knowledge about supported decision-making as a concept remains at a formative stage  
in Australia, despite debate among advocates, academics and the disability sector over  
the last 15 years. This leads to uncertainty and detracts from broad based unequivocal  
support for its implementation. 

Chapter 1 discussed fundamental differences between a binary approach to supported  
decision-making and the principled approach. The interchangeable use of these two approaches 
and lack of clarity about supported decision-making in public documents such as that issued 
recently by the NDIA273 highlights the lack of a common understanding about the meaning of 
supported decision-making and its application particularly for people with more severe cognitive 
impairments. Fieldwork respondents also put forward views that supported decision-making  
was not widely understood and pointed to the unevenness of knowledge between sectors. 

…there’s a part of the disability sector that uses the terms, and then the vast majority  
of people with disability themselves, and the providers and the NDIA and everybody  
else, this is all foreign to them. (Advocate–disability)

...older people’s human rights around decision-making get dismissed much more  
quickly than in the disability sector. (Advocate–generic)

Another common misconception is equating supported decision-making with advocacy.  
For example, some focus group respondents moved almost imperceptibly between talking  
about supported decision-making and advocacy,
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a cohort needs funding for independent advocate to assist major decisions – not just menu 
choice, but hard stuff – for isolated people without families. (Advocate–disability)

Notably, the DSS pilot for NDIS participants was contracted to advocacy organisations in each 
State, rather than Offices of the Public Advocate or disability service providers both of whom  
are experienced in providing different types of decision support. This is not to suggest that 
advocacy organisations are not suited to supported decision-making, but simply that the two 
are different. The literature has not addressed differences between advocacy and supported 
decision-making. However, as the quote above illustrates, advocacy is significant in securing  
the rights of those without informal social connections beyond service systems, and there are 
subtle similarities and differences between supported decision-making and advocacy. 

Focus group respondents saw elements common to both as: independence from service 
systems and skills such as listening to the person, ensuring awareness of options and making 
information understandable. However, the distinction between the two was summed up by  
a self-advocate, 

Supported decision-making is when I ask someone to help me make a decision  
– Advocacy is someone representing me. (Self-advocate)

While advocates might support decision-making it was not seen as core to their work, and  
they were unlikely to have time to build the relationships necessary for good supported  
decision-making or to develop a person’s own confidence and skills for decision-making. 
Similarly, advocacy could be part of supported decision-making but was not a central role  
of decision supporters. A key difference was seen as when a decision was made. Advocates’ 
involvements in decisions were more likely after decisions had been made by the person 
themselves or by others at a time when the focus was on implementing or challenging it.

A lot of advocacy is also trying to help the person to self-advocate, but with advocacy  
people know the decision and often make the decision. They just want assistance in  
getting their way. (Advocate–carers)

Advocacy is more likely to occur at a time of crisis and only involve a short-term relationship 
with the person whereas supported decision-making often requires a longer-term relationship. 
Some respondents thought advocacy needed more knowledge of service systems than 
supported decision-making, while in contrast knowledge of the person was core to supported 
decision-making.

…decision support is about the process of making decisions, and advocacy is about 
addressing issues and taking action, but beyond that, I think they’re very closely related. …I 
think decision support is more about focussing on the person and where they’re coming from, 
and what they want, and advocacy is more about how we get the system to work with what 
we need for the person’. ‘…in our mind, advocacy is pretty much issue specific – so domain 
knowledge is very useful – to resolve an issue. SDM is more client focused on what you need 
to know about the person and what they prefer. The need is ongoing. (Advocate–disability)
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As we have already flagged, there is also very little knowledge about the applicability of 
supported decision-making to the collective rather than individual approach to decision-making, 
for example as referred to by some representatives of First Nations communities. The significant 
gap in evidence about alternative, more culturally meaningful ways of translating the underlying 
intentions of supported decision-making to First Nations people creates a significant obstacle  
to universal implementation of supported decision-making. 

It was also apparent in our fieldwork that there is some confusion between the collective 
approach to decision-making reported as preferable within First Nations communities and  
a supported decision-making approach that relies on an informal or formal group of  
supporters, but which still retains an arguably individualistic focus on the ‘decision maker’. 

Need to recognise collectivist decision-making – for example, microboards, but also 
Aboriginal and Torres Strait Islander and CaLD communities. (Professional) 

9.2 Managing complex interfaces across service  
systems and levels of government 
The earlier chapters of this Report explored the interrelationship between supported  
decision-making and different service systems, sectors and levels of government, illustrating 
that it cannot stand alone. The complexity of policies needed to take multiple system interfaces 
into account poses many potential barriers to implementing a universal and national Framework 
for supported decision-making. These issues were very apparent to focus group respondents. 
They saw that the patchiness of knowledge and embrace of supported decision-making across 
sectors compounded difficulties of implementing a national, cross-sector, consistent State and 
Territory approach to supported decision-making. 

The federal system of government itself is a potential barrier to implementing supported 
decision-making. Commenting on federalism respondents highlighted a, 

Need to look at aligning regulation across care systems while also acknowledging the  
need for some difference…. Very hard to have oversight across different sectors re  
abuse and neglect because rules and reporting are different, state and federal etc,  
different restrictive practices regimes. (Advocate–carer)

While in theory the Commonwealth could enact overriding legislation based in the external 
affairs or so-called ‘treaty power’ in section 51(xxix) of the Constitution, this is unrealistic 
for several reasons. First, because the national government is too distant from day-to-day 
administration of programs and has limited experience and a poor record of delivering human 
services. Second, because even the broadest interpretation of constitutional powers would 
leave most of the interrelated State and Territory services and institutions beyond reach of  
any new Commonwealth legislation leaving intact the existing fragmentation, lack of uniformity 
and even outright competition and conflict of policies relevant to supported decision-making. 
The reason is that the Constitution splits relevant responsibilities between the Commonwealth 
government and the State/Territory governments.
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The NDIS offers an excellent illustration of a complex interface that will have to be tackled, 
and the way people with cognitive disabilities are caught between the provision of different 
government and service systems. Decision-making by participants about the size and 
appropriateness of their NDIS plan and its management is governed by Commonwealth laws, 
which while imperfect, better reflect supported decision-making principles than do the laws of 
most States/Territories. For instance, the person is presumed capable; and a ‘nominee’ can 
be appointed if the person lacks decision-making ability and it is not possible for them to make 
decisions for themselves. While NDIS nominees are presently given powers inappropriate in 
the context of supported decision-making,274 the NDIA consultancy paper does recommend 
confining the use of existing or reformed powers to an absolute last resort.275 

The interface problems for NDIS participants are that they may be engaged with State or 
Territory responsibilities for health, disability, child welfare or guardianship and financial/property 
administration. Thus, in addition to any NDIS nominee, an NDIS participant may be under 
an unreformed State or Territory guardianship or financial administration order, or be subject 
to health default decision-maker provisions empowering others (known variously as ‘person 
responsible’, ‘medical treatment decision maker’, ‘statutory health attorney’ or ‘health attorney’) 
to make health decisions, often according with ‘best interests’ rather than will and preferences, 
and as a substitute rather than as a supporter. That clash would be further accentuated by the 
overdue reform of NDIS nominee powers in the way we and the ALRC propose.

The multiple interfaces between levels of government and service systems raise other important 
issues, such as where the costs of supported decision-making should lie. For example, the 
funding of support as a ‘reasonable and necessary’ part of an NDIS package relies on satisfying 
section 34(1)(f)(i) of the National Disability Insurance Scheme Act 2013 (Cth) by showing that it 
is ‘not more appropriately funded or provided through other general systems of service delivery 
or support services offered by a person, agency or body, or systems of service delivery or 
support services offered as part of a universal service obligation’. It is arguable that the NDIS 
should fund participants to access good quality supported decision-making as part of their 
individualised funding package as supported decision-making is a reasonable and necessary 
disability-related need. Following the same line of argument, should this funding extend to 
capacity-building for service providers to also be funded by the NDIS as well as civil society 
supporters such as family or friends? If this were to be the case, how should the amount be 
decided? By the planners (i.e., paternalistically) or should it be an option for all participants  
with cognitive disability and if so is the percentage of a package devoted to supported decision-
making capped or at their discretion? Similar questions could be posed in aged care, particularly 
regarding home care packages, or provision of supported decision-making in residential care. 

Alternatively, one might argue, as has occurred in the Administrative Appeals Tribunal (AAT), 
that supported decision-making for NDIS participants should be conceived as a generic 
entitlement for all people with cognitive disabilities whether they are NDIS participants or not. 
As such it falls outside of the NDIS, especially given that NDIS participants will also require 
supported decision-making in the context of a wide range of service systems. Boundary lines 
such as these are frequently contested on review in the AAT276 and are just one illustration of 
the complexity of the barriers to implementing supported decision-making. Again, similar issues 
arise in aged care. 
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9.3 Uncertain uptake and acceptance 
Low demand for supported decision-making among people with cognitive disabilities and their 
unpaid supporters, and limited acceptance by institutions or service organisations also pose 
barriers to implementation. Receptiveness to supported decision-making is greater within some 
disability groups than others, though individual members of any group cover the full spectrum 
from enthusiastic adopters to outright rejecters.277 

A person’s age; level of knowledge of supported decision-making; past experience of informal 
supported decision-making; future expectations; views and values about individual and collective 
decision-making, and cultural and individual attitudes to authority, are among the multitude of 
factors contributing to an individual’s receptiveness or otherwise to supported decision-making. 
For example, a person with mental illness may not see a need to organise support for an episode 
of cognitive impairment that they neither anticipate nor wish to believe that they will experience 
ever again. Or someone with an early-stage dementia may place less weight on preserving their 
autonomy compared with protecting their finances and healthcare provision.  

Uptake of supported decision-making is mediated by knowledge about it, and the success (or 
not) of capacity building and changed attitudes of those who act as gatekeepers to supported 
decision-making (legal, finance, health and welfare professionals to name but a few). There is 
a long way to go in this regard. For example, studies have found that irrespective of the source 
of information or nature of disability involved, plenary guardianship is discussed most frequently 
while alternatives are rarely canvassed, and supported decision-making least of all.278 Holler 
and Werner’s Israeli study exemplified the limited impact that passing new supported decision-
making laws has if professional gatekeepers such as social workers have little understanding 
or confidence in it, and continue to direct people into guardianship.279 While that study focused 
on social work professionals, it can be expected that this ‘channelling’ effect may also be occur 
when family, friends or community members are the primary source of advice and have little 
knowledge or confidence in supported decision-making.280 

A further barrier to uptake for supported decision-making may be the gravity of the crisis 
situations that characterise most guardianship applications. The severity and intractability  
of those crises has been found to rule out appointment of a supporter. Thus, as a Victorian  
pilot demonstrated, crisis situations made establishment of a new relationship of support 
completely unviable even when a person might otherwise be ‘desperately in need’ of such 
support.281 As previously discussed, the social reality of the population of people subject to 
guardianship, including those who may have had a supporter but whose capacity to continue 
in that role has been exhausted, may explain why reportedly no supporters (ie ‘supportive 
guardians’) have yet been appointed by VCAT despite the 2019 legal reforms enabling this. 
There are lessons for other jurisdictions from the Victorian experience. Certainly, those reforms 
have succeeded in ensuring that will and preferences are at the centre of tribunal decision-
making, but other unreformed jurisdictions have also incorporated the principles of supported 
decision-making values to a more limited extent.282 Path dependence theory showing the 
resistance of existing institutions and processes to change,283 highlights the difficulties and  
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limits around the degree of institutional change able to be achieved in the short term. However, 
the Israel reform demonstrates for example, the lack of success with supported decision-making 
reforms when they are insufficiently engaged with guardianship systems.284 This suggests 
Victoria’s approach of incorporating supported decision-making as the dominant preference 
within and alongside reformed guardianship may prove more effective.285 

Targeting particular populations with potentially high and long-term demand for supported 
decision-making, such as NDIS participants, may lead to a higher take-up at lower overall 
program cost than for a generic educative or recruitment program directed to the public at large. 
That was the rationale of the OVAL project in Victoria, but it encountered some unexpected if 
understandable barriers intrinsic to the dynamics of NDIS administration and service providers. 
These included workers having too little time to identify and recruit participants and service 
providers’ fears that the appointment of a supporter might result in a change of service provider.286 

Even in the disability sector, where supported decision-making has gained most exposure, 
respondents raised questions about the commitment of service providers to supported  
decision-making and their willingness to promote it. The reluctance to embrace supported 
decision-making was seen to stem from the potentially conflicted position of service providers  
in respect of decisions made by the people they supported or when a person they supported  
and family members had differing opinions. 

...if an adult is surrounded by providers and others who have a vested interested in  
keeping them within their clutches then they won’t be encouraged to do supported  
decision-making – vicious cycle of vulnerability. (Advocacy–disability)

Service providers can be reluctant to challenge family where family are undermining  
the person. (Advocate–disability) 

9.4 Scale of funding needed for implementation
Historically Australia has had a longstanding commitment to recognising government 
responsibility for some aspects of decision-making that would fall under the umbrella  
of supported decision-making if a framework of the nature recommended in this Report  
were to be implemented. For example, through the statutory Offices of Public Trustee the  
government meets some of the costs of managing property and finance of people on low 
incomes when encountering cognitive decline. Also, through tribunals and Offices of Public 
Advocates and Public Guardians governments have established cost free and accessible 
guardianship and administration for people with cognitive disabilities, as well as providing 
watchdog and accountability structures. 
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The costs of implementing supported decision-making are likely to be significant and  
potentially an impediment to its the development. For example, as discussed in earlier chapters, 
capacity building at individual, system and institutional levels is fundamental to successful 
implementation but will need significant funding over a considerable period of time to achieve  
the required knowledge, attitude and skill changes. An entrenched paradigm of paternalism  
and ‘best interest’ substitute decision-making among professionals will be difficult to shift to 
one of support for expression of the agency and autonomy of the person with a cognitive 
impairment.287 Added to this, few capacity-building programs have been evaluated to assess 
the direction, degree or durability of claimed success in increased realisation of the will and 
preferences of people; and those that do have an evidence base have not yet been shown  
to be universally effective across disability groups or individual circumstances.288 

Respondents also drew attention to the critical role that support networks played in supported 
decision-making and the substantial investment needed to build and nurture networks for  
those who were socially isolated and without informal support of any kind. Respondents  
also perceived there was very little evidence about how this could be done for people without 
strong family support or on the costs involved. While respondents pointed to family-based 
organisations which had developed strategies to build circles of support and microboards, 
drawing on international work from Canada, no parallel work was identified for those without 
family members. As respondents said, 

We don’t yet know how to build informal networks. (Advocate–mental health)

Natural relationships are the best, keep people safest – need paid support though to build 
those relationships – long-lasting relationships – NDIS is all about inclusion. (Professional)

This suggests that investment will be needed in research and demonstration programs  
to develop evidence about building social connections for isolated people, if supported  
decision-making is to be successful. 

The barriers posed by lack of resourcing are not confined to direct supported decision-making 
programs or process. Rather, they extend to institutions integral to supported decision-making 
which if not adequately resourced may pose indirect barriers to implementation. For example, 
guardianship tribunals need adequate resourcing to serve the important gatekeeper role of 
ensuring that guardianship orders are made only when they are the least restrictive alternative 
and where all informal (or any formal) support options have been exhausted. Through careful 
choice of appointees and crafting of orders,289 they can also seek to ensure that supported 
decision-making choices and principles are maximised even when substitute decision-making 
powers are conferred. Even in the absence of a citizen willing to accept appointment, capacity 
building training in supported decision-making demonstrates that orders appointing the Public 
Trustee or Public Advocate can be administered in ways which maximise autonomy and respect 
for principles of supported decision-making.290 But fulfilling such roles as part of a supported 
decision-making framework would need a boost to the funding of those bodies to ensure that 
staff have adequate time and ‘space’ for getting to know the person and for reflection on the 
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decisions being made. In a similar vein, research shows that inadequate tribunal funding 
inevitably leads to unduly compressed guardianship tribunal hearing times.291 Under-funding 
of statutory offices of the Public Trustee, Public Guardian or Public Advocate results in case 
managers being burdened with too many people and too little time to properly apply supported 
decision-making principles in their work.

If implementation is left under-resourced, supported decision-making can be expected to  
be done rather poorly, to degrade in quality over time, and lead to proliferation of instances  
of abuse and neglect. Care will also need to be taken in operationalising a supported decision-
making framework to ensure that any savings incurred as one part of a reform (such as reduced 
demand for guardianship) are reinvested to achieve results in other parts (such as capacity 
building for supporters and development of appropriate monitoring and oversight). 

Respondents were not optimistic that adequate resources would be forthcoming and reflected 
on the current funding pressures experienced by many agencies that would be central to the 
implementation of supported decision-making. For example, one respondent drew attention  
to the unattractiveness to the NDIS of investment in a new program when it was already under 
significant cost pressure.

But it won’t suit the NDIA if those recommendations are expensive to the NDIS, if it requires 
additional funding. (Advocate–disability)

Many also reflected on the underfunding and consequent overloading of the current 
infrastructure including Offices of Public Advocates or Guardians, which though well placed  
to further supported decision-making systems, could only do so with additional funding. 

Systems such as public guardians are inadequately funded. Guardianship processes can  
be improved, but basically the architecture is pretty reasonable. (Advocate–mental health)

OPA caseloads are too big, so they don’t have the time. (Advocate–generic)

My view is that with supported decision-making the OPA is ‘in crisis’. They are unable  
to address guardianship requests in a timely way, there is a long wait for guardians, they  
are well under-resourced. As an advocacy service we might look to the OPA to better 
understand decision support but ‘they’re struggling to implement the law really’…There  
is a risk in trying to do supported decision-making in haste – could be a disaster for some 
clients. (Advocate–disability)

9.5 Workforce issues
Supported decision-making is highly sensitive to the contexts in which it is embedded and for 
many people the context will include paid service providers, particularly in the disability and 
aged care sectors. The influence of these service providers can potentially achieve much in 
developing supported decision-making. Their staff are well placed to promote awareness of 
supported decision-making principles among fellow staff, the people they support, their families 
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and other stakeholders who are ‘at the coalface’ of service delivery. Through appropriate 
policies and procedures, support models and uptake of best practice training and resources, 
the aged care and disability workforce can be enabled to provide supported decision-making 
for day-to-day decisions. Finally, this workforce is often also well placed to detect and draw 
attention to signs of abuse or neglect, particularly when support is coordinated within multi-
disciplinary teams who are able to share information.292 In a workforce specialised in providing 
support for people with disabilities to realise their goals, we find a cohort who might be equipped 
with the skills and resources to progressively give expression to the ‘best practice’ element of 
this Framework. However, in practice there are several barriers to realising this outcome.

The ‘care sector’ has been under-resourced historically and particularly in recent years.293 
Population projections show an expected increase in age-related disability, which has not  
been matched with sufficient expansion of this workforce.294 At a market level, workers in 
the aged care and disability sectors are paid poorly and often only cursorily trained. Even 
professionally qualified staff rates of pay are not comparable to similar roles in the general 
health sector. This makes it difficult to attract and retain sufficiently skilled staff. High rates 
of staff turnover hinder efforts to keep staff trained even in core competencies, and leave 
managers focused on filling shifts, rather than implementing best-practice support. This  
issue has been exacerbated by the COVID-19 pandemic. The result is that training programs 
and the ongoing resourcing of best practice supported decision-making is often seen as an 
unaffordable luxury.

9.6 Limited risk appetites and maintaining fidelity  
of practice and co-leadership
As discussed in Chapter 7, for all supporters, consistently adhering to the principles of 
supported decision-making is an onerous, emotionally challenging, skilled and complex  
task. These challenges are compounded by risk and enabling people to experience the  
dignity of risk. For supporters, there is a constant need to balance rights, risks and  
practicalities, and judge immediate preferences against long term priorities. The scale  
of the task of developing supporters’ skills must not be allowed to undermine fidelity to  
principles of supported decision-making and best practice. Embedding these into the  
culture of organisations, should not be underestimated. Likely barriers are tendencies for 
short term rather than programmatic funding for capacity building programs, and rushed 
implementation plans that demand immediate change rather than recognizing the length  
of time needed to achieve deep and lasting rather than superficial change to skills and culture. 

It will demand long term work for example, to change the language of well-established  
programs such as Citizen Advocacy, which do excellent work in building long term  
relationships between people with and without disabilities, and to realign such programs  
with the principles of supported decision-making. Similarly, shifting practice in the aged care 
sector, where a person’s preferences might change as support needs increase, and where  
a best interests approach is entrenched, also will take time, resources and determination. 
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And then there’s a balance between what the perceived preference is now with the risk and 
the best interests that has to be weighed up too. So, it feels like supporters, in this field, 
don’t want to give up the best interest element of decision support. (Advocate–aged care)

The limited risk appetites of governments were also seen as impediments to implementing 
supported decision-making by focus group respondents. They remarked on what they saw  
as an increasing risk averse position taken in the aged care and disability sectors. 

…it comes down to that risk aversion, “We don’t want to get ourselves into trouble,  
we need to do whatever we can to make sure that this person stays safe,” but then in doing so 
you’re not giving that person the dignity of risk to do something, to make a decision that might 
not really be in their best interests, but it’s what they want to do, like going outside unattended, 
you know….I mean the locked door thing, that comes up so often, “We lock the door because 
if they go out into the garden they might trip and fall and then they’ll end up in hospital,” “Well, 
they’re miserable stuck inside and not being able to go out and sit in the garden.” (Advocate–
aged care)

Challenges with risk – especially for statutory substitute decision makers – pendulum  
swings in terms of public/political tolerances and with the Anne Marie Smith case  
tolerance for allowing risk has reduced. (Advocate–generic)

They also warned of the dangers of allowing risk to dominate and potentially compromise  
the design of supported decision-making programs, as the majority of situations were unlikely  
to revolve around these issues. This echoes our recommendations in Chapter 1 that any need  
for substitute decision-making for reasons of significant risk, are likely to be rare. 

Don’t get stuck at the pointy end of high risk because you ‘lose sight of the fact that like  
95 per cent of decision-making may not sit in that space’.  The culture needs to be enriching, 
not about containing or minimising risk…. You need to have systems to protect people from 
the unscrupulous supporter – but the system needs to be designed with the 95 per cent in 
mind – and have safety nets in place for the minority. (Service provider)

As focus group respondents suggested, there were concerns that some services providers 
might adopt a minimalist or ‘lite’ approach to supported decision-making which might satisfy 
standards but would fail to have any substantive change in the way people were supported  
to exercise their rights. 

There is supported decision-making ‘lite’ where workers try and give simple choices – 
Weetabix or porridge but not enough…Providers are very traditional – but they can tick 
boxes for quality audits re pseudo choice –eg, menu and day program …But providers don’t 
seem to really sit down with the person and work out their choices. (Advocate–disability)

Determining what if any progress is made by supporters in acquiring and using new skills in the 
individual instance is hard to assess,295 and the risk of miscarriage due to supporter’s values 
being applied to the person supported are real.296 As discussed in Chapter 7, there will be an 
ongoing need to monitor and assess the impact of initiatives to change practice and culture 
where barriers to supported decision-making currently exist.  
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There are also significant challenges in implementing co-leadership of supported decision-making 
initiatives by people with cognitive disabilities. Their inclusion in leadership and design of research, 
policy and programs only goes back to the early 1980s.297 As a group their perspectives have 
often been overshadowed by those with disability but without cognitive impairment, as occurred 
in the design of the NDIS.298 There remains much to be learned about the practices of inclusion 
of people with cognitive disabilities in both advisory and co-design initiatives and to understand 
how processes should be adapted to create inclusive environments and the types of skills and 
strategies needed to provide effective tailored support to individuals to enable their participation. 
A further challenge in the context of supported decision-making is to ensure that the perspectives 
of people with more severe and profound cognitive disabilities are included, given the very limited 
focus on this group to date. For this to occur, significant collaboration will be required between 
people with lived experience of cognitive disability, supporters of people with severe cognitive 
impairments, representative organisations of people with cognitive disabilities and caregivers,  
as well as researchers experienced in this field. 

In Chapter 2, we recommended as Principle 9 the Framework: ‘Co-leadership of people with 
cognitive disabilities – People with cognitive disabilities and supporters of people with severe 
cognitive disabilities should lead consultation and design processes for supported decision-
making reform and initiatives’.

Recommendation 11 People with cognitive disabilities and supporters of 
people with severe cognitive disabilities should lead consultation and design 
processes for supported decision-making reform and initiatives .

11.1      Further research is needed to ensure people with more severe or profound 
cognitive disabilities are not excluded from co-leadership and co-design efforts. 
This extends to research about the practices of inclusion of people with cognitive 
disabilities in advisory and co-design initiatives to understand how processes 
should be adapted to create inclusive environments and the types of skills and 
strategies required to provide effective tailored support to individuals to enable  
their participation.

11.2      The principles and elements of the Framework were derived through a process that 
involved extensive consultation with people with cognitive disability, advocates as 
well as professionals. However, this Framework should be debated, and refined 
further if necessary, in a process that involves co-leadership of people with disability 
and supporters of people with severe cognitive impairments. A reform agenda 
taskforce co-led by people with disability, including disabled people’s organisations, 
the Offices of Public Advocates and Public Guardians, carer organisations, disability 
service providers, NDIS, State, Territory and Commonwealth Government disability 
ministries should be established for this purpose. 
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9.7 Conclusion
We have identified that significant barriers exist in multiple sectors and at multiple levels to the 
implementation of supported decision-making in practice. However, the identification of barriers 
is the first step to enabling action within professions, organisations, sectors and government 
departments to plan to reduce or remove these barriers in the long term. The final chapter of 
this Report focuses on key issues relevant to implementation of the supported decision-making 
Framework we have proposed. 
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Chapter 10. Summary and conclusions 
about implementation
In previous chapters we have identified the principles and essential elements of a supported 
decision-making framework. In this chapter we summarise each of those principles and elements, 
highlighting what it might take to put such a framework into practice. We conclude by explaining 
why it is important to treat implementation as a comprehensive piece of social policy reform.

10.1 Diversity, dignity, equity and best practice: a 
principled approach to supported decision-making
Supported decision-making for people with cognitive disability helps to realise and fulfil their rights 
to autonomy and thus their socio-economic rights such as to participate in society. The evidence 
also demonstrates additional benefits of supported decision-making such as increased self-
confidence and sense of belonging, improved decision-making and self-advocacy skills. Among 
respondents in our own research there was consensus that by involving more people in providing 
support for decision-making, people with cognitive disability can build social connections, and be 
better protected against abuse and harm. However, these positive outcomes depend on the way 
supported decision-making is conceptualised and then brought into practice.

In the proposed Framework, supported decision-making is not the binary opposite of substitute 
decision-making, rather it takes a principled approach that recognises a continuum of forms 
of support designed to maximise a person’s autonomy in decision-making. These range from 
supporting a person to make decisions based on their stated will and preferences, through to 
substitute decision-making that is centred on supporters’ best interpretation of the person’s  
will and preferences, and in very limited circumstances substitute decision-making centred  
on a person’s right to personal and social wellbeing.

Operationalising this Framework for supported decision-making will be different in different 
contexts and for different groups of people. However, the overarching principles of the  
Framework need to be universal, encompassing all people with cognitive disabilities, all service 
sectors and jurisdictions across Australia, and all types of decisions. The first four principles 
mirror those recommended by the ALRC; the other five are additional. Principles 5 to 7 reflect 
the recommended principled approach to supported decision-making that includes all people 
with cognitive disability, no matter how severe, and recognises the significance of risk to both 
supporters and those who are supported. Principle 8 addresses inequities in access to supported 
decision-making and recommends that those experiencing disadvantage in access to support for 
decision-making should be given priority in new programs. These include people without strong 
and resourceful family or informal networks – without any relationships outside service systems, 
and those with severe cognitive disabilities for whom expression of preferences and participation 
was the most difficult. Principle 9 is focused on co-leadership by people with cognitive disabilities 
and the supporters of those with severe cognitive impairments. This is important to comply with 
the core ethical disability rights principle of ‘nothing about us without us’. Co-leadership by people 
with disability, together with participation by peak (and some smaller/specialised) non-government 
agencies, is needed to give legitimacy and integrity to the implementation of supported decision-
making. Co-leadership is also crucial to gaining the wide popular appeal needed, given that so 
much of the reform agenda is pitched at informal family and community settings and support 
practices by ordinary members of the public.  
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Principle 1: The equal right to make decisions 
All adults have an equal right to make decisions that affect their lives and to have those 
decisions respected. 

Principle 2: Support 
All people who require support in decision-making must be provided with access to the support 
necessary for them to make, communicate and participate in decisions that affect their lives. 

Principle 3: Will, preferences and rights 
The will, preferences and rights of people who may require decision-making support must direct 
decisions that affect their lives.

Principle 4: Safeguards
Laws, legal and policy frameworks must contain appropriate and effective safeguards in relation 
to interventions for people who may require decision-making support, including to prevent abuse 
and undue influence.

Principle 5: Principled approach to supported decision-making
A principled approach to the concept and practice of supported decision-making should be 
adopted that keeps an individual’s stated or perceived ‘will and preferences’ at the centre of 
decision-making. This approach recognises the realities of the practice of providing supported 
decision-making, particularly for those with severe cognitive disabilities.

Principle 6: Best interpretation of will and preferences
In the very limited circumstances where a supporter has not been able to elicit a person’s will 
and preferences a decision should be based on their best interpretation of what the person’s  
will and preferences would be.

Principle 7: Dignity and risk  
The dignity and importance of taking risks is acknowledged and supported. In very limited 
circumstances, where a person’s stated or inferred will and preferences involve risk of serious, 
imminent physical or financial harm with lasting consequences to themselves (including 
incurring civil or criminal liability), and that person is unable to understand that risk even with 
support, substitute decision-making is applied as a last resort with the person’s personal and 
social wellbeing at the centre.
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Principle 8: Distributional equity
All supported decision-making reform and initiatives should be premised on the ethical  
principle of a commitment to distributional equity of access to supported decision-making.  
Those experiencing disadvantage in access to support for decision-making should be  
given priority in new programs.

Principle 9: Co-leadership of people with cognitive disabilities
People with cognitive disabilities and supporters of people with severe cognitive disabilities should 
lead consultation and design processes for supported decision-making reform and initiatives. 

Recommendations 11.1 – 11.2 are designed to further this principle:

11.1  Further research is needed to ensure people with more severe or profound cognitive 
disabilities are not excluded from co-leadership and co-design efforts. This extends  
to research about the practices of inclusion of people with cognitive disabilities in 
advisory and co-design initiatives to understand how processes should be adapted  
to create inclusive environments and the types of skills and strategies required to 
provide effective tailored support to individuals to enable their participation.

11.2  The principles and elements of the Framework were derived through a process that 
involved extensive consultation with people with cognitive disability, advocates as  
well as professionals. However, this Framework should be debated, and refined further  
if necessary, in a process that involves co-leadership of people with disability and 
supporters of people with severe cognitive impairments. A reform agenda taskforce  
co-led by people with disability, including disabled people’s organisations, offices of public 
advocates, carer organisations, disability service providers, NDIS, State, Territory and 
Commonwealth Government disability ministries should be established for this purpose. 

10.2 The Framework elements

Element 1: Recognising diversity in supported decision-making
Supported decision-making is needed by people with cognitive disabilities, including people 
with intellectual disabilities, acquired brain injuries, dementia or mental health conditions and 
psychosocial disability. Although most have some form of cognitive disability – including difficulty 
understanding and communicating complex ideas – people who need decision support are 
extremely diverse in the type and severity of their cognitive impairment, and other personal 
attributes such as gender, sexuality, cultural background, socioeconomic status and other forms 
of human diversity. These differences demand different approaches to implementing supported 
decision-making. 
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These differences impact on people in various ways, including: cognitive capacities and how 
they change over time (eg, episodic, declining, ongoing); social connections; service settings 
they engage with (eg, clinicians, aged care services, disability services); histories of living with 
or without a cognitive disability; cultural expectations relating to autonomy and forms of support; 
geographical and economic barriers and enablers to access formal and informal support. 

The issues for people with different types of cognitive disability intersect with other diverse 
characteristics, situations and identities. For example, supported decision-making for First 
Nations peoples with cognitive disability needs attention to: intergenerational trauma; mistrust 
and suspicion of service systems; cultural biases that characterise service systems; awareness 
of history, kinship responsibilities, cultural values and beliefs and ‘ways of working’ in state-led 
support systems; a cultural incongruence between Indigenous and Western worldviews relating 
to individualism, collectivism and decision-making; and barriers to accessing support services, 
such as language, stigma and shame. 

Diverse types of programs and practices need to be developed, which follow a shared set 
of universal supported decision-making principles, but address the different challenges, 
opportunities, needs and choices of people with disability in their full diversity.

Recommendations 3.1 – 3.3 are designed to further this element:

3.1  Funding priority and specific attention should be given to the design of the suite of 
measures that aims to further understand how the principles and elements of the 
supported decision-making framework can be interpreted and applied to culturally 
and linguistically diverse and First Nations community settings. This should include 
recognition of informal expressions which expand or refine the intention behind  
decisions to appoint a supporter or substitute decision-maker and expectations  
of those supporters.

3.2  It is too early in the development of supported decision-making programs and there 
is too little evidence about its implementation across diverse groups, sectors and 
institutional arrangements to be prescriptive about a consistent programmatic type  
of supported decision-making. There should be continuing room for innovation and  
for evidence to be gathered about what works, in what contexts, for whom.  
Nevertheless, all developments should be driven by the application of universal 
principles of supported decision-making.

Element 2: Interrelationship of supported decision-making  
with other systems
Supported decision-making must be embedded within existing service and legal systems, with 
different traditions of decision support that are often premised on substitute decision-making. 
These include disability services, healthcare, aged care, Centrelink and the NDIS, to name a 
few. Taking a principled approach means supported decision-making should be embedded not 
in isolation from, but rather within, existing and potentially reformed substitute decision-making 
mechanisms including enduring powers of attorney, nominee provisions and guardianship and 
administration systems. While historically guardianship systems have been set up to facilitate 



135Summary and conclusions about implementation

substitute decision-making, the tribunals and other associated bodies such as the Offices of the 
Public Advocate, Public Guardian and Public Trustee are now beginning to embed supported 
decision-making practices within their own institutions. Importantly, although guardianship only 
directly applies to a very small proportion of all people with cognitive disability, these institutions 
are well placed to promote supported decision-making more broadly in the community and in 
service settings. They do this through such functions as investigating complaints of abuse and 
neglect of people with cognitive disabilities, systemic and individual advocacy, and through the 
community visitor programs for supported accommodation (or wider mandates in jurisdictions 
such as South Australia).

The NDIS is also an important area for reform. It is premised on a philosophy of choice and 
control that celebrates autonomy but implemented through individualised funding which can  
be disadvantageous for people with cognitive disability. Supported decision-making was  
notably omitted from the scheme in its design, and NDIS policy does not allow funding of 
supported decision-making in a participant’s package.

For supported decision-making to succeed, it must be embedded in a cohesive and inclusive 
range of government, non-government agency and civil society measures. Change should be 
sought holistically across programs, laws, systems and social processes. But change must 
adequately accommodate the interactions and consequences encountered at the interfaces 
where supported decision-making engages the other, less compatible, systems where substitute 
decision-making is more prominent.

Any proposals for introduction and expansion of the role of supported decision-making should 
start with a review of those institutions, people and funding schemes already in the field. They 
already exist (avoiding the challenge of selling new untested initiatives to sceptical politicians 
or the public) and they may be capable of being ‘repurposed’ to a greater or lesser extent. 
Australia’s public funding of statutory bodies engaged in the lives of people with disabilities 
creates a pool of agency staff and other resources able to be retooled towards providing  
greater support for decision-making. At the State and Territory level these include guardianship 
tribunals, accident compensation commissions, and Offices of the Public Trustee, Public 
Guardian or Public Advocate. At national level they include the NDIA and Services Australia. 
The transformation wrought for the organisational culture of the Queensland Public Trustee  
or TAC following decisions to spend funds to commission training, is evidence that legislative  
or other ‘signalling’ of a desired direction of change in supported decision-making practice can 
be quite effective in ‘repurposing’ human capital where it already exists. 

Recommendations 4.1 – 4.8 are designed to further this element: 

4.1  Context-specific supported decision-making action plans should be produced for 
different sectors and institutional settings each outlining a portfolio of legislative and  
non-legislative measures to improve quality and take up of supported decision-making  
in that context, while adhering to a shared agreed set of universal principles.All ‘unsound 
mind’ provisions in all Australian electoral legislation should be repealed, and strategies 
put in place to ensure all people with cognitive disabilities are enrolled to vote but not 
penalised if they choose not to.  
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4.2  State or Territory laws that enables ‘default’ substitute decision-makers for healthcare 
decisions should, where necessary, be reformed to ensure that substitute decisions 
made by the default substitute decision-maker are in accordance with the will and 
preferences of the person, are a last resort and for the shortest possible time.

4.3  State or Territory laws allowing self-appointment of substitute decision-makers with 
authority to make decisions once a person is no longer able to make decisions should 
be reformed to ensure that decisions made by the substitute decision-maker are in 
accordance with the will and preferences of the person.  

4.4  Centrelink payment nominee, correspondence nominee and associated arrangements 
should be reformed to reflect a principled approach to supported decision-making and 
ensure that decisions made by the substitute decision-maker are in accordance with  
the will and preferences of the person. 

4.5  NDIS nominee provisions should be reformed to reflect a principled approach  
to supported decision-making and ensure that decisions made by the substitute 
decision-maker are in accordance with the will and preferences of the person. 

4.6  State and Territory guardianship and administration laws should be reformed in 
accordance with a principled approach to supported decision-making. New statutory 
tribunal appointed supporter roles (similar to Victoria) should be implemented but 
consideration given to the need for a person to consent to tribunal appointed supporters  
or for decision-making capacity to be restored as a condition of appointment.

4.7  Collection of monitoring data on trends in various types of support, nominee, attorney/
guardianship powers should be collated and surveys undertaken to obtain data about 
informal arrangements. The Australian Institute of Health and Welfare may be an 
appropriate body to have carriage of this responsibility. 

Element 3: Best practice and ethical supported decision-making
Evidence is beginning to build on how supported decision-making can be practised ‘on 
the ground’ or at the ‘frontline’ by supporters, to give effect to the principles outlined in our 
Framework in the most effective way. The evidence points to some emerging common aspects of 
‘best practice’, such as the importance of knowing the person who is supported, the need to have 
sufficient time, to tailor communication to the person, and to offer options from which they might 
choose; and the importance of supporters’ self-reflexivity. Having multiple rather than a single 
supporter, and having supporters who are ‘independent’ – i.e., free of conflicted interests relating 
to the outcomes of decisions – are also widely considered as elements of best practice, but not 
always a realistic possibility for many people who are isolated from informal or formal support. 

To facilitate best practice in supported decision-making, it is important to continue to build 
the evidence about those practices which are most effective for different people, in different 
contexts. Evidence gaps, such as those on how the formal standing of supporters impacts the 
quality of support, need to be filled. 
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Recommendations 5.1 – 5.4 are designed to further this element:

5.1 The following categories be used to distinguish between supporters:

• Informal unpaid civil society supporters (for example, family, friends, associates, 
volunteers) with no formal recognition as a decision supporter 

• Unpaid civil society supporters with a formal appointment as a decision supporter 
for all or some decisions (for example, a friend appointed as a legally recognised 
supporter – ‘supportive attorney’ in Victoria)

• Paid supporters who provide supported decision-making as part of their professional 
or support role and are monitored by their employer, subject to a code of conduct  
or professional registration requirements (for example, aged care workers or health 
care professionals)

• Paid supporters who are formally appointed and recognised as decision supporters 
(for example, a statutory guardian of last resort adopting a principled approach)

• Paid supporters who have a dedicated role in decision support and who may or may 
not be formally recognised (for example, an employed decision supporter in a funded 
pilot supported decision-making scheme).

5.2  A national repository of resources for best practice supported decision-making should be 
established and actively curated to assess the strength of evidence on which they are 
based and promote dissemination of evidence informed resources. This would serve as 
a resource for dynamic communities of practice in sharing knowledge and experiences 
of supported decision-making generally or for specific groups or sectors.

5.3  Further research is needed on different forms of recognition or legal standing for paid 
and unpaid supporters, and their impact on the quality of supported decision-making.

5.4  Further research is needed in particular on practice of how supported decision-making 
can work in the context of people with disabilities with severe cognitive impairments.

Element 4: Capacity building at individual, system, and 
institutional levels

It is crucial to translate the evidence on best practice to training programs and resources that 
are widely disseminated to paid and unpaid supporters, and through communities of practice. 
A broad range of strategies, some with targeted audiences and others more generic, could 
increase the skills of all potential supporters, assist people with disabilities to know their rights  
to support, maximise effectiveness of support, raise community expectations about involvement 
of people with disabilities in decision-making and contribute to cultural change.
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Building people with cognitive disabilities’ capacity to participate in decision-making is also 
an important aspect of our framework. This builds on efforts from the 1980s to promote self-
advocacy by building capacity of people to understand and speak out about their rights.299 It also 
builds on a strong body of research on self-determination from the disciplines of psychology 
and special education.300 However, there is a need to build decision-making capacity more 
specifically, rather than simply accord a broad understanding of rights and self-determination.

Recommendations 6.1 – 6.6 are designed to further this element:

6.1  A key focus in the design of new supported decision-making programs and initiatives 
should be capacity building of paid and unpaid supporters.

6.2  There should be a focus on capacity building of people with cognitive disabilities that 
enables development of their skills in decision-making and / or optimal use of available 
support for decision-making. This is particularly important across the entire life course  
for people with intellectual disabilities. 

6.3  Particular attention should be given to capacity building initiatives that account for the 
needs of diverse people, by disability type and severity, and for people from diverse 
cultural backgrounds and First Nations peoples.

6.4  Awareness of supported decision-making and skills in best practices should be built into 
the NDIS workforce competence framework and core competencies of all professionals 
involved in health, aged care, legal, financial, human service and criminal justice systems.

6.5  A proactive approach is needed to disseminate capacity building resources, especially 
to informal supporters. This should include proactive circulation of information about 
resources through diverse media and networks, and incentives for supporters to actively 
engage in capacity building programs.

6.6  To move away from a culture of protection to one that enables people to take on and 
experience risks, all supporters, organisations and institutions involved with people with 
cognitive disabilities should have access to education about risk enablement and the 
positive aspects of risk taking to avoid an overly protective approach to all types of risk.

6.7  To increase awareness, understanding and respect for disability rights, and decision-
making rights in particular, there is a need for public awareness campaigns and 
embedding content on disability rights in the education system.

Element 5: Safeguarding, quality assurance and oversight

Supported decision-making often happens in private spaces not open to public scrutiny and in 
relationships of unequal power. This creates risk of manipulation, undue influence and abuse 
by supporters. Therefore, safeguards, quality assurance and oversight are integral elements 
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of a supported decision-making framework. Different forms of oversight are needed for formal 
and informal, paid and unpaid supported decision-making. For paid supporters, safeguarding 
can be implemented through standards and accreditation of services and workers in the NDIS 
and aged care sectors, and professional registration and codes of conduct of allied health, 
medical, legal and financial professionals. Practices such as formal documentation of supported 
decision-making processes, and scrutiny by third parties, can assist in monitoring the quality  
of support. However, they are resource intensive, and not equally effective in all settings.

Overly formalised statutory approaches to quality assurance and oversight will be ineffective  
for informal supporters. Education, capacity building and incentives are more appropriate in 
such contexts. Informal monitoring can be achieved when there is more than one supporter, and 
‘multiple eyes’ are there to look out for a person. Suspected abuse by supporters can be dealt 
through existing processes such as those facilitated by offices of the Public Guardian or Public 
Advocates. Where unpaid supporters carry some formal standing, their duties can be legislated, 
and tools like supported decision-making agreements can also give clearer expectations. 

Recommendations 7.1 – 7.4 are designed to further this element:

7.1  Existing disability rights advocacy organisations and decision support infrastructure 
– such as offices of Public Advocates, Public Guardians and tribunals – should be 
appropriately funded and used to deliver education, guidance and oversight of  
supported decision-making practice.  

7.2  Different approaches to safeguarding and monitoring are required for the various 
different types of supporters. 

7.3  Education, training and financial incentives – rather than external regulatory monitoring, 
‘codes of conduct’ or punitive measures – should be applied to improve the quality of 
supported decision-making by unpaid supporters. 

7.4  For formal supporters a range of measures are needed such as service and professional 
codes of conduct, standards or accreditation about supported decision-making 

Element 6: Enabling forward planning

Forward planning enables people to make arrangements for a future time when they might need 
additional decision support. Existing forward planning legal instruments are often associated 
with substitute decision-making; however, reforming and expanding these existing mechanisms 
has significant potential for realisation of a principled approach to supported decision-making. 
Legislative changes are needed to ensure instruments such as enduring powers of attorney 
comply with the principles of supported decision-making outlined above. Another challenge  
with forward planning is that will and preferences can change over time in a way that a  
person cannot always predict and plan for.
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It certainly is true that forward planning for anticipation of cognitive decline through the use of 
enduring powers is now at least quite well understood by local solicitors consulted by families 
and members of the community. Healthcare and service providers also are quite familiar with 
those instruments, but principally due to their ‘convenience’ and their ‘risk protective’ appeal (as 
illustrated when service providers require such appointments as a precondition of entry to care). 
Even local solicitors and other members of the legal profession currently have little appreciation 
of a need to meaningfully engage with the will and preferences of the person for whom an 
enduring power is being prepared. Innovative measures need to be crafted to offer incentives 
for raising understanding in the professions, so there is greater receptivity to discussion of 
supported decision-making avenues with their clients.

Recommendations 8.1 – 8.5 are designed to further this element:

8.1  State and Territory laws should be reformed to offer the option for people to self-appoint a 
legally recognised supporter for decision-making (as in Victoria). However, consideration 
should be given to setting the lowest possible level of understanding needed for such 
appointments and to providing the option of appointing enduring supporters.  

8.2  Create and widely disseminate ‘templates’ for forward planning that align with principles 
of supported decision-making and allow for recording statements of will and preferences.

8.3  Develop and deliver education programs – both for the public at large, and targeted at 
legal and medical professionals, disability and aged care support workforce – about the 
benefits and best practice for supported decision-making through forward planning.

8.4  Give particular attention to adapting forward planning legal instruments, templates and 
education for the needs of diverse people, by disability type and severity, and for people 
from diverse cultural backgrounds and First Nations people. 

Element 7: Adequate funding 

Little benefit and significant harm are likely from merely abolishing laws or programs that deny 
agency and autonomy, such as guardianship and other substitute decision-making, without 
providing adequate resources to supported decision-making. Adequate funding is needed to 
resource all elements of a supported decision-making framework, in particular, best practice, 
capacity building, oversight and monitoring and building social networks. Guardianship, unlike 
supported decision-making, is exclusively a ‘public’ program. Supported decision-making however 
is often informal, and as such involves additional costs for capacity-building. Relevant pilot 
programs were very small in scale but despite the advantage of recruiting the best of available 
strangers willing to provide support, the success rate in recruiting and retaining suitable supporters 
was low, and the organisational overheads were high (needing a close to full-time case manager 
to facilitate the process). 
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For people with no available family, friend or volunteer prepared and suitable to act, the cost 
per person being supported rises significantly. While paid dedicated decision supporters are 
an appropriate option of last resort for isolated people, funding should be kept separate from 
resourcing needed to promote the supported decision-making framework in general and it  
must not be permitted to lead to a new ‘industry’ delivering paid dedicated decision support.

Recommendations 9.1– 9.2 are designed to further this element:

9.1  A comprehensive cost-benefit analysis, accounting for the full cost of implementing a full 
package of supported decision-making programs, against an assessment of the benefits 
to society should be undertaken which should also map which levels and branches of 
government will bear which costs.

9.2  NDIS, aged care and other State or Territory schemes for individualised packages  
of funding for support for people with cognitive disabilities should fund supported 
decision-making for participants who have no access to informal sources of support.

Element 8: Building social connections

Many people with cognitive disability are socially isolated and have no access to a single 
informal supporter. For them, supported decision-making depends on the availability of paid 
supporters who are likely to be their primary service providers. Building social connections is 
therefore important to enable supported decision-making for people who are socially isolated. 
However, to date strategies for building social connections have tended to rely on a person 
already having a core supporter around whom a network could be generated.  

Structured strategies such as microboards – primarily designed to enhance accountability and 
continuity in supported decision-making – are sometimes considered a mechanism for building 
people’s social networks. This advantage could potentially be obtained in more informal ways, 
short of setting up micro-boards, however there is a significant gap in evidence about costs and 
strategies for building and maintaining social connections for people with cognitive disabilities.

Recommendations 10.1 – 10.2 are designed to further this element:

10.1  A comprehensive research program to understand how to build social connections  
for people with cognitive disabilities who do not have existing strong family or informal 
relationships should be funded as a priority.

10.2  Demonstration programs to build lasting and robust social networks of people with 
cognitive disabilities who are socially isolated should be funded and evaluated as  
a priority. 
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10.3 Conclusions – Comprehensive, ambitious and 
measured policy, practice and law reform
Supported decision-making holds significant promise for furthering the rights of people with 
cognitive disabilities as members of our society and acting as a protective factor against 
abuse. The most relevant marker of supported decision-making is that an individual’s stated 
or perceived will and preferences remain the centre of any decision. Its raison d’etre is that 
every person with cognitive disability is known well and socially connected to supporters who 
recognise their right to express preferences about all aspects of life and for their preferences 
to be respected and acted upon. The Framework we propose recognises the current deep 
inequities of access to social connections and supported decision-making among people with 
cognitive disabilities and the recommended principled approach to supported decision-making 
includes all people with disabilities no matter how severe their cognitive impairment. 

There remains considerable room to apply the principles and elements of the proposed 
framework to demonstration programs, experimental practice and innovative capacity building 
strategies as it is too early to settle on preferred models or arrangements for supported 
decision-making across the diverse groups and contexts where it must be implemented. 
Research and evaluation of innovations must continue to inform the development of programs  
and practices. Embedding supported decision-making within the diverse service and legal 
systems used by people with cognitive disabilities as well the informal and everyday aspects  
of their lives demands policy change and law reform. Fundamental however, to the success  
of reforms will be cultural change in our institutions, among professionals and throughout  
civil society so that supported decision-making becomes ‘what we do around here’.  

As indicated throughout this Report, formulating and implementing a framework for supported 
decision-making is a major exercise in policy development. For supported decision-making to 
succeed, a framework and accompanying reform package must be comprehensive and holistic 
in character. It must be embedded in a cohesive and inclusive range of government, non-
government agency and civil society measures. It should be ambitious; vigorously seeking to 
progress change across all parts of those programs, laws, systems and social processes. But 
in doing so it must adequately accommodate the often complex interactions, and unintended 
consequences encountered at the interfaces where supported decision-making engages the 
other, less compatible, elements where substitute decision-making is most prominent. 

Sound public policy must be centred around co-leadership and co-design with people with 
cognitive disability and supporters of people with severe cognitive impairments, and engage  
all levels of government, non-government agencies, and civil society. The reform agenda  
needs to be both comprehensive and measured. 
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A comprehensive policy agenda would ensure that all Australians able to benefit from avoiding 
or delaying substitute decision-making have an opportunity to do so, while giving first priority 
to the most disadvantaged due to their social isolation, complexity and duration of need – such 
as those with lifelong disability and no one in their lives. It would avoid an undue focus on 
government at the expense of civil society, or on the national at the expense of other levels of 
government, or on legal reforms at the expense of social programs and consideration of the full 
array of public policy levers and incentives. A comprehensive reform agenda must reflect the 
scale and significance of impacts across several domains of disability type, service settings, 
intersectionality and manifold other features detailed in the proposed Framework.

A measured policy agenda for its part involves recognising that social reform is not effected 
merely by embracing new principles and objectives, adopting frameworks, or passing laws.  
A measured approach recognises the step-by-step process of obtaining meaningful progress 
over an adequate period of time in which to initiate, independently evaluate for effectiveness, 
and where necessary refine reform programs in light of evidence of their degree of success  
(or otherwise). A measured approach also entails recognition of the need for financial 
resourcing, cultural and institutional change, and public education. The Framework  
outlined in this Report has been designed to capture these features.

While legal changes will be an integral part of the reforms required by Australian systems,  
it is important to recognise that many aspects of the Framework can be implemented prior to,  
or alongside, legal reform. Our work has demonstrated that meaningful engagement with people 
with cognitive disabilities occurs through interactions with friends, families, associates or those 
within service systems that they navigate. Law reform plays only a small part in shifting societal, 
professional and institutional norms to one that views supported decision-making as the norm, 
rather than the exception. 
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1. Introduction
This review has been prepared for the Royal Commission into Violence, Abuse, Neglect  
and Exploitation of People with Disability. It covers the literature available on supported 
decision-making as it applies to adults with intellectual disabilities, acquired brain injuries, 
mental health conditions and dementia. Children were not within the scope of this review. 

1.1 Method 
The literature review process followed best practice for a ‘narrative review’. A narrative review 
process was chosen because the ill-defined and evolving nature of supported decision-making 
demanded the capture of a breadth of material (both in content and format) and a flexibility  
of approach.1

1.1.1 Database searching

A wide range of Australian and international databases in the Social Sciences, Sciences 
and Law were searched. These were: APA Psychinfo; CINAHL; Embase; Google Scholar; 
HeinOnline; Informit Australian databases – 9 of the 81 databases, ie A+Education, AGIS  
Plus Text, Asia Collection, Australian Public Affairs (APAFT), Families & Society Collection, 
Health Collection, Humanities & Social Sciences Collection, Indigenous Collection, New 
Zealand Collection; Medline; Proquest; Scopus; SSRN: Social Science Research Network 
eLibrary; Web of Science; Westlaw UK and Westlaw (International Materials).

We used a variety of search terms using boolean search strategies title plus abstract fields. Some 
of these were used in combination with the subject heading searches above. Terms used were:

• Administrator*

• article 12

• assist*

• assist [near] decision

• ‘assisted decision-making’

• brain [near] injury 

• capacity

• conservator*

• decision* 

• dementia

• ‘developmental disability’
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• disabilit*

• guardian*

• ‘intellectual disability’

• ‘mental illness’

• ‘Mental [near] illness’

• support*

• support [near] decision

• ‘supported decision-making’

• ‘support for decision-making’

• ‘supported decision-making’

The following databases were searched both by free text (see above) and by subject heading:

• APA Psychinfo – from the thesaurus: ‘human rights’ ‘decision-making’, ‘decision support 
systems’, ‘guardianship’, ‘disability laws’, ’dementia’, ‘mental health’ ‘mental status’, 
‘traumatic brain injury’, ‘intellectual development disorder’, ‘cognitive aging’.

• CINAHL – ‘decision-making’, ‘guardianship, legal’, ‘competence (Legal)’,  
‘cognition disorders’

• EMBase – ‘decision-making’, ‘legal competence’, ‘disability’ 

• Medline – ‘mental competency’, ‘decision support techniques’, ‘decision-making’, 
‘developmental disability’, ‘mentally ill persons’, ‘dementia’, ‘brain injuries’

Subject heading searching was combined with/added to with free text searching.

One team member reviewed the lists of references (up to possibly 2000 in a list) and  
excluded documents which were clearly unrelated – for example, automated artificial 
intelligence decision-making systems, or decision-making purely by clinicians. If there  
were too many unrelated documents, the search was narrowed.

Additional materials were sourced ‘by hand’ including from:

• Members of the research team;

• Reviewing bibliographies in leading articles;

• Reviewing published literature reviews; and

• Using Google Scholar to find where key articles had been subsequently cited.
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Data base searching was limited to material published in a 10 year period – from 2011 to  
24 September 2021. Some more recent materials were sourced through ‘hand searching’. 
There were no strict limits on the type of materials sourced. In particular, some grey material 
was included in the interests of capturing pilots/programs/tools that were still in progress,  
were not yet evaluated or had been informally implemented.

1.1.2 Results

The above process resulted in 656 items (following exclusion of duplicates). Two members of 
the team reviewed abstracts and excluded irrelevant material resulting in 542 items remaining. 
Following full text review the same two members excluded more items, resulting in 292 items 
remaining. As a result of ongoing ‘hand searching’ by team members further items were included 
to ensure currency and comprehensiveness, resulting in a final count of 322 items. The larger 
number of items in the bibliography reflects additional references that are referred to by way of 
providing background or context (ie including United Nations documents, annual reports, etc).
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2. Background and Australian context

2.1 Historical setting
People with disabilities have long been denied autonomy and human dignity. Until the late 
twentieth century in Australia and other nations, many people with disabilities were placed  
in institutions and, together with many people who remained living with families, were denied  
the right to make decisions about their own lives. Reports about the consequent neglect,  
abuse and degradation of people with disabilities2 led to a move towards community living  
and the promise of greater personal autonomy. 

However, despite deinstitutionalisation, adults with cognitive disabilities are still often denied 
the right to make their own decisions. Adult guardianship regimes mean that a substitute (eg 
guardian, administrator, curator, conservator, attorney, tribunal or court) can make decisions  
for an adult with cognitive disability.3 In addition, adults with mental health conditions can be 
treated involuntarily in mental health services or in the community, with decisions made for  
them by health practitioners, often against their expressed will. Decision-making by a substitute  
is generally legally justified on the basis that the person lacks decision-making capacity, and 
that substitute decision-making can protect their ostensible ‘best interests’. Yet, substitute 
decision-making can significantly limit an adult’s choice and control over their own lives, and 
their autonomous ‘will and preferences’ may not be respected. In legal terms this means they 
are denied legal capacity.

2.2 Human rights imperatives
The paternalism of guardianship and involuntary treatment led to human rights based endeavours 
to provide supports for people with cognitive disabilities to make their own decisions, and have 
their legal capacity recognised. The terminology used to describe the practice and law around 
these endeavours is by no means uniform; but the practical process is sometimes referred to 
as support for decision-making, while its recognition in legal frameworks is often referred to as 
supported decision-making.4 In this review we adopt the term ‘supported decision-making’ to 
describe both the practice of support and its implementation via policies and formal frameworks. 

Increasing recognition of the law and practice of providing supports for decision-making led to 
what has been hailed as a ‘paradigm shift’ in the United Nations Convention on the Rights of 
Persons with Disabilities (‘CRPD’).5 The CRPD was adopted in 2006 and ratified by Australia in 
2008. It includes a right for people with disability to have their legal capacity recognised equally 
with others, and an obligation for states to provide supports for exercising legal capacity. 

Supported decision-making has been conceptualised as a way to ensure that an individual’s 
‘will and preferences’ are given effect in decisions about their own lives, in the same way 
that everyone else’s decisions are realised. We note that there is no uniform definition of 
supported decision-making that is widely adopted and the term is open to different disciplinary 
understandings.6 Indeed, the wide range of ways in which it is being interpreted in the literature 
in respect of different groups of people with disabilities, together with the number of initiatives 
that this review has revealed, demonstrate that supported decision-making is sometimes being 
used as an umbrella term for what is being perceived as more CRPD compliant practices. 
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2.3 Implementation challenges 
Despite the promise of the CRPD, implementation of supported decision-making remains  
a challenge. In the practice sphere, several decision-making pilots aimed at developing and 
testing support practices have been completed in Australia, and this review identifies a handful 
of comparable endeavours internationally. In the legal sphere, some Canadian provinces began 
developing legislation in the 1990s ahead of the CRPD, and Australian states have taken  
a piecemeal approach to legislative reform since 2014. This review identifies the types  
of legislative reform that has taken place globally.

In 2014 the Australian Law Reform Commission released its report – Equality, Capacity and 
Disability in Commonwealth Laws (‘ALRC Report’).7 The ALRC Report proposed the adoption 
of four national decision-making principles to be incorporated in Commonwealth legislation, for 
example relating to the National Disability Insurance Scheme (‘NDIS’), as well as in state and 
territory laws (including guardianship and supported decision-making legislation). These four 
principles, drawn from human rights principles and article 12 of the CRPD,8  can be summarised as: 

1. Adults have an ‘equal right to make decisions’; 

2. People who require it must be provided with access to supports for decision-making; 

3. For people requiring supports, their ‘will, preferences and rights…must direct decisions  
that affect their lives’; and 

4. legal frameworks must contain safeguards to ‘prevent abuse and undue influence’  
in decision-making. 

These principles have been widely endorsed in Australia and recognised internationally.9 
Significantly, the ALRC Report coincided with the roll out of Australia’s NDIS. The NDIS 
introduced a new system of individualised funding aimed at optimising individual participants’ 
choice and control over disability service provision. A significant number of participants within 
the NDIS experience cognitive disabilities. People with an intellectual disability constitute 
approximately 28.5% of all NDIS participants over the age of 25.10 The challenge still remains  
as to how supported decision-making principles can be effectively implemented in practice,  
and how they can be usefully recognised and supported by law.
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3. Overlapping concepts and  
practice boundaries 
A number of concepts and practices within disability and health care literature cut across or 
overlap with supported decision-making. These distinct concepts and practices are increasingly 
recognised to incorporate aspects of supported decision-making, but are in separate (albeit 
sometimes overlapping) bodies of literature. These include the following.

3.1 Substitute decision-making
This review does not focus on substitute decision-making. However, it is acknowledged that much 
of the literature considers substitute decision-making to be in opposition to the concept of supported 
decision making, where the supported person retains control of decision-making. The United 
Nations Committee overseeing implementation of the CRPD (‘CRPD Committee’) has stated that 
many forms of substitute decision-making should be replaced by supported decision-making.11 
Legally, there is a distinction between support and substitution, as responsibility and authority for  
a decision resides with different people depending on which approach is legally recognised. 

However, as noted below at Section Supported decision-making when a substitute decision-
maker is in place), this binary (legal) perspective hides the fact that the practice of supported 
decision-making is not necessarily incompatible with relationships where a substitute decision 
may result. This is particularly in the context of ‘informal’ supporters and substitute decision-
makers who have no formal legal appointment. In practice, support and substitution are often 
viewed on a spectrum where some substitute decisions are considered a form of supported 
decision-making, rather than being in opposition to it.12 The relevant marker of supported 
decision-making in practice, is that an individual’s stated or perceived ‘will and preferences’ 
remain at the centre of the decision.  

Even in cases where a decision is legally attributed to a substitute, the individual’s will and 
preferences may remain central and may be reflected in the substitute’s ultimate decision.  
This approach to substitute decision making, where a substitute provides support and ultimately 
makes a decision in accordance with the person’s will and preferences, is referred to in the legal 
literature as a ‘substituted judgment’ approach. However, many recognise this approach as 
being at one end of a spectrum of supported decision-making. This can be contrasted with  
an approach where, instead, what the substitute perceives as the individual’s ‘best interests’ 
guides the decision made. This approach is less compliant with article 12 CRPD. The 
substituted judgement approach is more aligned with the intent of the ‘will and preferences’ 
approach but has been found to be difficult to apply in practice.13  

This review does not focus on these technical distinctions or the contentions around them. It 
recognises that in practice, supported decision-making exists on a continuum. The challenge 
with the legal frameworks (see below at Section 8. Legal mechanisms of supported decision-
making) is that the law does not readily deal with the nuanced approach demanded in real life. 
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3.2 Advance directives
Advance directives aim to allow a person to plan ahead for medical care and treatment 
decisions for a time when they can no longer make their own decisions. Advance directives  
can be categorised as a form of supported decision-making, as it is a method by which a person 
can record their will and preferences. Much of the literature discussing the use of Psychiatric 
Advance Directives (PADs) for people with mental health conditions, explicitly embraces them 
as a tool of supported decision-making (see below at Section Psychiatric advance directives/
statements (PADs)). However outside of the PAD context, the literature on advance directives 
tends to less commonly recognise them as a tool of supported decision-making.14 To the extent 
that it does, that literature is considered below. 

3.3 Shared decision-making
Shared decision-making15 is a concept and practice common in medicine, involving clinicians 
and patients sharing decisions about patients’ treatment, recognising both the clinicians’ medical 
expertise, and the patients’ right to self-determination.16 Particularly in the health care context, 
confusion may exist over differences and commonalities between shared and supported 
decision-making.17 A key difference between supported decision-making and shared decision-
making is that the decision under a supported decision-making model is not made jointly with 
healthcare professionals. 

3.4 Advocacy
This very broad concept has been defined as speaking up for, and standing alongside individuals 
or groups to ensure their rights are recognised, respected and secured, when their voices are 
otherwise not heard or respected. This involves advocates ‘listening to someone and trying to 
understand their point of view; finding out what makes them feel good and valued; understanding 
their situation and what may be stopping them from getting what they want…’.18 However, 
the concept and practice of advocacy is distinct from supported decision-making as in many 
instances advocates work with a person when they have already made decisions about chosen 
directions but have difficulty implementing them. It is noted however that the role of statutory 
independent advocates in the context of people with mental health conditions has been more 
explicitly embraced as a mechanism of supported decision-making (discussed below at Section 
Independent Patient Rights Advisors/Independent Advocates).

3.5 Person centred planning
Person centred planning practices are sometimes viewed as implementing principles of 
supported decision-making.19 Person centred planning originated in the USA in the 1990s 
outside service systems, as part of a wider movement of flexible approaches to change the lives 
of people with intellectual disabilities with higher support needs. It was widely adopted in the UK 
and embedded into service systems. It ‘offers people who want to make a change a forum for 
discovering shared images of a desirable future, negotiating conflicts, doing creative problem 
solving, making and checking on agreement on action, refining direction whilst adapting action 
to changing situations, and offering one another mutual support’.20 
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3.6 Person centred care
In the last 15 years, the term ‘person-centred’ has also been used with increasing frequency  
in healthcare. In this context, it has been defined as the ability to meet a person’s needs, values 
or preferences, optimising the person’s experiences with care, and fully involving the patients 
and their perspectives in care.21 In 2014, the UK Health Foundation identified four key principles 
of person centred care: ‘(1) affording people dignity, compassion and respect; (2) offering 
coordinated care, support or treatment; (3) offering personalised care, support or treatment’; 
and (‘4) supporting people to recognize and develop their own strengths and abilities to enable 
them to live an independent and fulfilling life.’22 These principles are conceptualised as applying 
across all health care services including situations where ‘the person is highly dependent – for 
example, if they are unconscious or otherwise lack capacity’.23 While the enabling principle 
has commonalities with supported decision making, person-centred care focusses on the 
partnership between health care professionals and patients, and more closely reflects the 
process of shared decision making described above (at Section 3.3 Shared decision-making).  

3.7 Self-determination24

Under the CPRD self-determination is a right of all people with disabilities, and it has also  
been seen as a psychological need.25 Some literature describes self-determination as a 
personal characteristic, being the skill or confidence to make choices and bring them into  
action. It can be related to causal agency theory, the ability to set goals, to plot a pathway 
towards a goal and the belief in one’s own ability to take action.26 Another perspective on  
self-determination is to see it as a process, making choices and bringing them into action,  
which is influenced by systems that operate at various ecological levels.27 

The above topics have only been included in this review to the extent that the research 
specifically identified supported decision-making as relevant.

3.8 Terminology 
The literature reveals a vast range of supported decision-making initiatives across many 
disciplines, service system contexts and disabilities. The degree to which these initiatives  
have been suggested, implemented or assessed, varies considerably. Given this significant 
variation, this review has adopted the following terms.
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Table 1 Terms used in this review

Term Description

Supported 
decision-making 
initiative

A broad term used to capture any action specifically aimed at supported 
decision-making and which includes the following: supported decision-
making tool, supported decision-making legal mechanism; supported 
decision-making pilot; supported decision-making program.

Supported 
decision-making 
tool

A tool that has been developed to assist in some aspect of 
implementing supported decision-making.

Supported 
decision-
making legal 
mechanism

A mechanism that has been recognised within legal frameworks as  
a way that supported decision-making may (or must) be implemented  
in practice. 

Supported 
decision-making 
pilot

A short-term pilot program or study that examines the implementation of 
supported decision-making mechanisms or tools in relation to supported 
decision-making for people with disabilities.

Supported 
decision-making 
program

An implemented longer-term program designed to embed supported 
decision-making into practice in various contexts. 

In this review we refer to a person accessing supported decision-making as the ‘supported 
person’ or the ‘decision-maker’.
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4. Common themes and differences 
across people with disabilities
There are several common themes in the literature on supported decision-making, applying 
across people with intellectual disabilities, ABIs, mental health conditions and dementia. This 
section identifies key commonalities and differences; the next section discusses the literature 
relating to each of the disabilities separately. 

4.1 The relationship between the supporter and  
supported person
A common theme in the literature across all disabilities is the importance of the supporter-decision-
maker relationship. To provide effective support for decision-making, ideally the supporter(s) 
should know the person well;28 have a trusting, ongoing relationship,29 and understand the 
person’s health condition or impairment, to enable effective communication.30 The supporter(s) 
should also have an attitude that the person they are supporting is capable of participating in 
decision-making, and are committed to creating opportunities for decision-making.31 

The literature examining how support for decision-making occurs in everyday life also evidences 
the complexity of the relationship between the supported person and the supporter(s). The ‘fluid’ 
nature of the interactions between supporter and supported person was evident across different 
groups and contexts. There was a recognition that a person’s needs for support can take different 
forms and can vary across the life span, becoming more or less acute, depending on the of the 
person’s circumstances at the time a decision is being made. Indeed, the literature recognises 
that support needs depend on the unique combination – of the decision, the context, and the 
supporter in each instance – that can make it hard to generalise about the types of support 
needed for decision making.32 There was recognition of different ‘modes’ of decision-making along 
a continuum from autonomous to making decisions on behalf of someone may be needed.33 

4.2 Factors that influence supported decision-making 
The following factors have been identified as influencing the nature and provision of support  
for decision-making.

4.2.1 Who provides support 

Across all groups of people with disabilities, support for decision-making was sought from  
a variety of different people and professionals. 

For people with dementia and ABI who were partnered, it was more common for spouses 
to provide support for decision-making.34 For people with dementia, often spouses had a 
better knowledge of the adult’s usual preferences as compared with other family members, 
and expressed greater comfort in responding to changes in the person’s need for supported 
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decision-making.35 However, there was also reliance on other close family members, in 
particular if a spouse experienced deterioration in their own health.36 In people with ABI  
this was more likely to be parents, siblings, friends or paid professionals, such as disability 
support workers and long term case managers.37 There is also a body of evidence around 
parents in particular providing support for decision-making for their adult sons and daughters  
with intellectual disabilities.38

While close family and friends were often relied upon in the mental health context, Australian 
research has demonstrated that clinicians have an important role in supporting people with 
mental health conditions who are engaged in mental health services, to make decisions.39 

People with dementia will often need support from residential aged care facility staff,40 people 
reliant on supported accommodation may rely on paid staff, and anyone engaging with the 
health system may seek support from professionals they interact with. 

The wide variety of interactions by people with disabilities – with service providers in healthcare, 
community care, supported accommodation or residential aged care, and their interactions with 
the NDIA and other agencies – means that paid professionals and staff without professional 
qualifications will also be called upon to support decision-making.41 This has implications in 
terms of the types of professionals and other staff who should have an awareness of, and be 
able to implement, supported decision-making laws (if relevant) and practice. This links to the 
need for appropriate training and education of staff in different service contexts.42 As noted below 
(at Section 7. Service system contexts of supported decision-making), the issue of transient 
workforces in these contexts is one of continuity of support in decision-making for individuals. 

Some people have multiple supporters providing decision-making support,43 yet most pilots and 
training to date have assumed that there will be a ‘primary’ supporter for an individual44 with 
that supporter having a role in coordinating other relevant people who may be involved in the 
decision.45 This fits with how service delivery operates in health care and aged care settings 
where a single point of contact is normally established for communication (although, perhaps,  
of less application to people with intellectual disabilities who have a range of different supporters 
associated with each of the services they use). However, there are also models of support that 
are predicated on a group model of support (see below at Section 5.1.3 Circles of support and 
Section Microboards (and other incorporated networks)), although how these work in practice  
is still being explored.46

There is also recognition that for some people, there are no pre-existing networks or relationships 
which can be drawn on to offer support for decision-making. This problem remains a very 
significant issue and is discussed further below (at Section 10.1 Problems identified with supported 
decision-making).

4.2.2 Risk
Disability scholarship has often been critical of restrictive ‘safeguarding’ practices that aim 
to reduce risk for people with disability while compromising self-determination.47 Much of 
this work draws on Perske’s concept of the ‘dignity of risk’, which recognises that risk-taking 
can be an act of self-determination and ‘healthy development’, while over-protection and 
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risk avoidance can keep people with disability from ‘becoming all they could become’.48 The 
ALRC recognised that supported decision-making can help individuals to be empowered to 
‘make decisions – even bad ones (acknowledging the dignity of risk)’.49 The management of 
perceived risk to the supported person by supporters has been identified in some research as 
a tipping point whereby supporters can often move into substitute decision-making. Supporters’ 
concern that some imminent or future harm will come to the person being supported if their will 
and preference is enacted is the motivation to move into substitute decision-making.50 This is 
particularly evident in some service system contexts (see below at Section 7. Service system 
contexts of supported decision-making). This is consistent with psychological studies of risk 
preferences for self- and other-oriented decision-making, that show that greater psychological 
and emotional ‘distance’ tends to lead to more risk-neutral preferences in decisions.51

4.2.3 Emotional load

The emotional load of providing decision-making support to a person with a disability has been 
identified in the literature.52 Perhaps unsurprisingly, it has been found that the closer the supporter 
is to the supported person, the greater the emotional labour associated with providing support.53 
This is particularly so in the context of a long term relationship where family members are likely  
to be personally impacted by a decision and emotionally invested in the process and outcome.54 

4.2.4 Perceived inabilities to understand decision and  
express preferences

All disability groups include people with severe cognitive impairments and high support needs 
who will have limited ability to understand a decision, potential options, or to communicate their 
wishes clearly or directly. 

The literature identifies the issue of how to determine and act upon the will and preferences of 
people with high support needs (often referred to as ‘hard cases’) as particularly challenging.55 
The CRPD Committee has stated that where it is not possible to determine a person’s will and 
preference, a ‘best interpretation’ of their will and preference should be adopted.56 But what this 
means in practice is the subject of debate.57 

Bach and Kerzner have advocated for ‘facilitated decision-making’ which Devi describes  
as a last resort mechanism.58 This means that a representative can be appointed to make a 
decision on behalf of the adult by considering their will and preferences.59 Such a model was 
also recommended by the ALRC as a last resort legal mechanism.60 However Devi is ultimately 
critical of this recommendation because it does allow for ‘best interests’ decision-making in 
some cases61 and Carney describes it as substitute decision-making by another name.62  

There is limited consideration in the literature of the actual practice of supported decision-
making and how it should work for people with high support needs. In a first-hand account, 
Tracy describes supported decision-making with her son Nick who has significant physical  
and intellectual disabilities. She describes how decisions with ‘potentially serious implications’ 



184 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

– such as dietary choices, need for surgery, criminal behaviour, accommodation and unsafe 
activities must be taken by the supporter.63 She notes that communication is at the core, so 
supporting him requires an ‘intimate understanding’ of his personality. She stresses it is very 
important that he make his own decisions, but that it is very complex. Strategies involve  
an ongoing dialogue, checking with him that you have understood, choosing the right place  
(not noisy or unsafe) and times, knowing that he is a visual learner, listening to him, being 
interested in him, giving him time and encouragement and noticing him.64 She advocates  
for balancing a ‘duty of care’ with the ‘dignity of choice’.65 

Watson’s small qualitative study of people with ‘severe and profound’ intellectual disabilities 
considered what supported decision-making may look like for them. Each adult and their 
support network participated in a supported decision-making process about which data 
were collected using observation, interviews, focus groups and questionnaires. Her findings 
demonstrated the importance of supporter responsiveness and having a positive perception 
of the adults they support.66 Watson et al examined support for a similar group of people with 
profound intellectual disabilities in relation to making end of life decisions. They describe the 
importance of non-verbal communication67 and also: ‘…[t]he importance of knowing a person 
with intellectual disability’s history and personal story through narrative approaches, particularly  
in relation to understanding their preferences...’68  

Bigby et al’s study of parental decision supporters included family members of four people 
with high support needs. Their findings illustrated the significance of knowing the person 
well, combined with careful observation, to identify subtle changes in behaviour that signal 
preferences. Notably too, a strategy of coordinating, sharing and seeking information with  
other supporters or service users, was used to further understand preferences.69

It is apparent from research on how decision-making occurs in practice, that support and 
substitution are viewed as existing along a spectrum. As a consequence, supporters often  
move between supported and substitute decision-making depending on the context and 
decision to be made.70 As discussed above, sometimes this could be because of some 
perceived risk, but often it was also because supporters had made an assessment that the  
person with the disability no longer understood or had the decision-making ability to make  
the decision themselves.71 How supported decision-making should work in the context  
of people with disabilities with high support needs is particular in need of further research.

4.2.5 Active encouragement to be independent

Parental supporters, in particular, walked a line between providing substantial support  
and drawing back to allow increased independence of their sons and daughters who they 
supported. This was evident in relation to people with intellectual disabilities and ABI.72  
There was also evidence of supporters of people with mental health conditions voicing  
the need to step back to allow the supported person to take the initiative in managing their 
conditions (but also due to the emotional load experienced in acting as a supporter).73 
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4.2.6 Precedent autonomy

The issue of how much respect should be accorded precedent autonomy – that is, the wishes 
expressed by a person prior to impairments in decision-making abilities – is particularly relevant 
for people with dementia, mental health conditions and those who experience an ABI. The 
literature reveals tensions in the weight to be accorded to wishes expressed prior to disability  
as compared with currently expressed wishes74 (see, for example, Section Conceptual 
complexities and controversies). This ‘right to change your mind’ is a difficult conceptual issue 
that results in problems in practice, particularly with respect to time- and decision-specific 
assessments of decision-making capacity, and the interpretation of advance care directives. 

A further issue arises from the push for people to formalise plans for the future in advance 
planning documents, particularly in the context of risk management by organisations such  
as residential aged care facilities which often want such documents in place for residents. 
Such tools have been recognised as a way to communicate an individual’s will and preference, 
however, as recognised below (at Section Supported decision-making when a substitute 
decision-maker is in place), support for completing such documentation may be needed. There  
is also a need to continuously revisit advance planning documents to ensure they still reflect  
a person’s will and preferences. For example in the mental health context Knight et al state:

We also found that people’s expectations of decision-making could shift over the course  
of an episode of being unwell and getting better, and over their lifetime. Trust, self-expertise, 
and self-confidence were important features in understanding how participants’ expectations 
changed over time.’75

Such changes in will and preferences also suggest that always giving priority to a previously 
expressed wish, even if formalised in documents, may not be consistent with supported decision-
making. In addition, the practice of advance care plans being completed for a person by a family 
member or other substitute decision-maker, raises questions over whether such documents truly 
reflect the person’s own will and preferences, and are potentially morally problematic.76

4.2.7 Supporters’ strategies, practices and tools

Many strategies are used in the practice of providing support for decision-making. The most 
common include: the need to take time and not rush;77 to consider communication needs and 
tailor communication to the person;78 and to provide options from which the supported person 
might choose.79 However there was also a recognised need for training, to build capacity in 
supporters to enable them to provide high quality supported decision-making.80
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5. Literature overview for people with 
different disabilities 
In this section, the literature in relation to the four main disability groups, people with intellectual 
disabilities, ABI, mental health conditions and dementia are considered. We recognise that every 
individual’s decision-making abilities will vary dependant on their disability or health condition and 
other comorbidities, how they experience their disability and the level of social supports that are 
in place. However, generalisations are made in this section to summarise the literature.

While we have segmented the literature according to disability group, we also recognise that 
many people will have more than one impairment or health condition – for example a person 
with mental health conditions may also experience dementia as they age, people with ABI have  
a high incidence of mental health comorbidities, and some people with intellectual disabilities 
also have mental health conditions and a high proportion of people with Down Syndrome 
experience the early onset of dementia as they age.81

This section also reports on a range of disability group-specific supported decision-making 
initiatives that were identified in the literature. The range of initiatives generally came within  
the ambit of supported decision-making tools. Some tools were undergoing evaluation or  
had been evaluated through a pilot. However, most tools had little by way of publicly reported 
evidence demonstrating their effectiveness in improving support for decision-making for people 
with disabilities. Some tools were aimed at improving communication, so in and of themselves 
may only address one aspect of supported decision-making. However, they may prove to be 
an additional strategy that supporters might use (from a range of strategies) in offering effective 
support for decision-making.

5.1 Intellectual disabilities 
People with intellectual disabilities (also known as ‘intellectual and developmental disabilities’ 
and ‘learning disabilities’) tend to have relatively stable cognitive abilities. They do not experience 
episodic loss of decision-making ability (more common in mental health conditions) or gradual 
decline (as experienced by people with dementia) unless they also experience dementia in mid 
or later life. However, people with intellectual disabilities are likely to continue to develop cognitive 
capacity throughout adulthood. People with intellectual disabilities are more likely than other 
groups to have received long term support from family members (particularly parents) and may 
live in the community or in supported accommodation. Although importantly, they do not all have 
strong or resourceful family support.82 With 28.5% of NDIS participants over 25 experiencing 
intellectual disability, they are more likely to be participants in the NDIS than people with dementia 
or mental health conditions. 

Supported decision-making with people with intellectual disabilities can be considered an 
established concept given that early supported decision-making initiatives in Canada were 
focussed on addressing the needs of people with intellectual disabilities.83 People with intellectual 
disabilities (as well as those with mental health conditions and ABI) were explicitly considered 
within the ambit of the CRPD and some intellectual disability advocates were heavily involved  
in its drafting.
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5.1.1 Conceptual complexities and controversies 
One issue of relevance to all conditions, but which has been discussed in the context of qualitative 
research involving people with intellectual disabilities, is how the terms ‘will’, ‘preference’ and 
‘rights’ should be interpreted in providing supported decision-making. In relation to people with 
intellectual disabilities, Carney et al raise the issue of how to tell the difference between drawing 
out new options and a supporter actually imposing a view. Observation of adults and supporters 
making decisions indicates that there is ‘some degree of interpretation involved in most instances 
of support’.84 As discussed below (at Section Mental health conditions), similar issues arise, 
although more likely episodically or at crisis points, for people with mental health conditions  
who experience involuntary treatment. Wiesel et al have also identified supporters’ difficulty  
in distinguishing and prioritising between short term preferences versus long term life values.85 
Supporters may ‘misread’ a person’s wishes,86 or impose their own visions of what they hope  
life will be like for the person they support,87 particularly in the absence of guidance around  
how to provide effective support. 

Another issue relating to decision-making and people with intellectual disabilities is  
informal substitute decision-making occurring under the guise of supported decision-making.88 
Domestically, this may occur more in the course of daily support given by paid and unpaid 
supporters than in relation to what may be perceived to be larger or more significant life 
decisions. This practice of informal substitute decision-making may often go unnoticed  
or unremarked upon within families, particularly when adults with intellectual disabilities  
have parents who have always made decisions for them from childhood into adulthood.89  
This can occur particularly where issues involving potential risk to an individual are raised.90  
Such ‘informal’ substitute decision-making, may not place the person’s will and preferences at the 
centre of a decision. As well as occurring in Australia, it may also be prevalent in some countries 
where formal guardianship mechanisms are not commonly used and is considered a violation 
of the CRPD.91 Also from a systemic perspective, there is the need to ensure that supported 
decision-making does not simply allow substitute decision-making under a new name.92

5.1.2 What supported decision-making looks like for people  
with intellectual disabilities
There is a growing body of literature that examines what supported decision-making looks  
like in practice with people with intellectual disabilities. Most of this comes from empirical 
observational and interview data with supporters and people with intellectual disabilities  
who are being supported. 

The provision of supported decision-making is generally recognised as a dynamic process 
between supporter(s) and the decision-maker. It is complex, can be resource intensive and  
is highly individualised depending on the decision, the supported person’s needs and abilities, 
and supporters’ values and capabilities.93 The literature emphasises that for effective support  
for decision-making there needs to be a relationship of trust between the supporter and 
decision-maker.94 Improved support is often achieved when the supporter knows the  
decision-maker well, but there is emerging evidence of good practice also in newly formed 
relationships if such a relationship can be fostered.95 However, as noted below, even in trusting 
relationships, supporters can seek to influence (sometimes strongly) the decisions being made.96
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The literature demonstrates that support for decision-making comes from different people 
in different contexts. As already noted, family members – particularly parents, sometimes 
siblings97 – have often been found to have an important role to play in supporting a person 
with intellectual disabilities to make decisions.98 In addition, Devi99 and Bigby et al100 provide 
evidence of paid workers and managers acting as supporters in the context of disability  
support service provision. Devi notes that person centred planning meetings were seen  
as a ‘prime example of a type of supported decision-making’.101 It has been recognised  
that health care workers and particularly clinicians also have a role to play in supporting 
decision-making for people with intellectual disabilities.102 

The types of strategies reported as being adopted by supporters were wide ranging, and 
included: planning, breaking decisions down, clarifying information, minimising anxiety, 
choosing when and how to have discussions, helping with problem solving, explaining risks, 
and creating opportunities.103 To assist with decision-making, supporters often sought to: create 
decision-making opportunities; provide education about the practicalities and consequences 
of different choices;104 and narrow down options. Supporters paid particular attention to the 
communication needs of the supported person, ensuring that they listened and engaged with 
them.105 Augmentative and alternative forms of communication may be needed such as signing, 
assistive technologies, object references or facial expressions.106 Self-reflection and review by 
supporters was considered essential, given the breadth of decisions that could be made, the 
unique combinations of considerations raised and the variety of people impacted or involved.107

How support is provided and what is looks like in practice will be influenced by the values of the 
supporter, but also by the context of individual decisions. For example, an Australian study shows 
parents of adults with intellectual disabilities moving between providing empowering support, 
to acting paternalistically, depending on the decision and context.108 Similar findings that show 
a continuum of supportive practices are demonstrated in other Australian studies.109 One of the 
factors that often drove practice along this continuum was perceived risk. Parents, in particular, 
tend to move from a supportive position to one where they restrict options or make decisions as 
a substitute to ensure safety. Werner and Chabany conducted focus groups on decision-making 
and noted in relation to people with intellectual disabilities that:

…parents involved their children in decisions, but guided them in a direction that was  
correct according to the parent’s perception. Thus, parents recognised the importance  
of their children experiencing a feeling of independence, but they did not think that it was 
right to give them full independence in decision-making, especially regarding complex or 
important decisions where the need to protect them overcame the value of independence.110

Similar findings where parents have either sought to actively influence, guide or replace a 
person with intellectual disabilities’ decision have been reported elsewhere.111 However, rather 
than simply being viewed as inappropriate influence or substitute decision-making, sometimes 
these practices were aimed at expanding the horizons for the person with disability or creating 
future opportunities for that person to exercise their self-determination.112 A New Zealand study 
asked 15 people with intellectual disabilities how other people could help them to make choices. 
It found that for the most part family and staff ‘could be helpful, but also that they could get in 



190 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

the way of people making their own choices...’ or that sometimes staff were too busy to help 
them.113 These findings demonstrate the complexity of the task of the supporter in weighing 
current and future ‘will and preferences’, particularly where more independence is sought by  
the person in the longer term. 

The literature also demonstrates that there are certain categories of decisions where it may 
be more difficult for a person with a disability to access good support for decision-making. 
There was evidence in England that there is less support available for more complex decisions 
as compared with ‘everyday’ decisions.114 Conversely, the opposite was found to be true in 
Australia where qualitative research showed that small decisions, viewed as inconsequential 
by supporters, were often made in circumstances where no supported decision-making was 
offered.115 As discussed below (at Section Gender, sexuality and people who identify as 
LGBTIQ), support for decision-making in relation to decisions of an intimate or sexual nature  
was often poor or not available. In Canada, the Canadian Centre for Elder Law found that 
supported decision-making was not commonly used in relation to investment decisions for 
people with intellectual disabilities or dementia. Some perceived barriers were concerns about 
who was responsible for the decision and if undue influence was present as well as privacy 
concerns by institutions in discussing a person with disability’s case with a supporter.116 

5.1.3 Intellectual disabilities (non-legal) supported  
decision-making initiatives

A number of non-legislative supported decision-making tools and mechanisms were identified  
in the literature that were aimed at addressing aspects of supported decision-making for people 
with intellectual disabilities. 

Guides for supporters

A number of ‘guides’ to supported decision-making have been developed by organisations  
both domestically and internationally. Some of these are particularly aimed at parents of adults 
with disabilities117 and can include a pro forma supported decision-making agreement (which 
may or may not have any legal force depending on the laws of the jurisdiction) that can be filled 
out by decision-makers and their supporters.118 

Circles of support

One model of support known as circles of support, or ‘circle of friends’, ‘personal support 
network’ or ‘support circles’ has been characterised by Nunnelley as having the following 
features: a group of people coming together on a voluntary basis to support a single person 
through relationships of trust.119 The informal version of this practice, which will vary in terms 
of aims, strategies and practice between circles can occur without the need for any legal 
structure and can be used to support the person generally, but also as a mechanism to provide 
support for decision-making.120 Generally the evidence about circles of support as an effective 
means of providing supported decision-making is limited.121 However, having a group of people 
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available to provide support has been suggested as providing informal checks and balances on 
inappropriate supporter behaviour.122 This perhaps has potential to act as a safety net for adults 
with disabilities that may ward against abuse, neglect and exploitation. However, it has also 
been found that some circles of support are established to support parental decision-making 
rather than that of the person with disability.123 See below (at Section Microboards (and other 
incorporated networks)) for discussion of where groups of supporters are formalised into a 
‘microboard’ or incorporated entity. 

WHO QualityRights

The focus of this World Health Organisation (‘WHO’) program is much broader than just 
supported decision-making. The full program of modules forms a practical tool for implementing 
human rights standards, and contains training materials including course slides and guidance 
for delivery. 

There is an advanced education module on ‘Realising supported decision-making and advance 
planning’, aimed at ‘challeng[ing] existing misconceptions that underpin the denial of the right 
to exercise legal capacity for people with psychosocial, intellectual or cognitive disabilities.’124 
This module consists of seven topics, taking approximately fifteen hours to deliver. It provides 
information about the human rights context and teaches participants how negative assumptions 
about people with disabilities can affect their right to make decisions. It explains the differences 
between substitute and supported decision-making; endorses a supported decision-making 
approach; and explains how to use advance planning tools to ensure people’s will and 
preferences are respected.125 The training uses case studies and promotes discussion  
amongst participants. The entire program (as opposed to this single module) has been 
implemented and evaluated in some countries, showing encouraging results.126 

La Trobe Support for Decision-making Practice Framework  
(‘La Trobe Framework’)

This evidence-based framework forms the basis for education and training for supporters 
to provide effective decision-making support to people with intellectual disabilities and ABI. 
Its effectiveness has been evaluated in three pilots (discussed below at Section Supported 
decision-making pilots – with published results and/or evaluations), including one sponsored 
by an Australian Research Council (‘ARC’) Linkage grant funded pilot. The discussion here 
is limited to describing the La Trobe Framework and summarising peer reviewed publications 
relating to it. 

The La Trobe Framework was developed through a research program modelled on the 
Medical Research Council four-phase approach to development and evaluation of complex 
interactions.127 The research program explored the processes of support for adults with 
intellectual disabilities or ABI in decision-making, and led to the formulation of seven steps  
that are underpinned by three principles.128 The seven steps are summarised as:
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1. Knowing the person

2. Identifying and describing the decision

3. Understanding a person’s will and preferences about the decision

4. Refining the decision and taking account of constraints

5. Considering whether a self-generated, shared or substitute decision is to be made

6. Reaching the decision and associated decisions

7. Implementing the decision and seeking advocates if necessary.129

8. The three principles of practice for supporters using the La Trobe Framework are: 

• commitment (that is, having a relationship with the person and commitment  
to upholding their rights); 

• orchestration (the primary supporter leads and coordinates support, draws  
in other supporters and mediates any differences), and 

• reflection and review (by the supporter to ensure transparency and accountability  
in their role). 

Supporters also need to be able to implement a range of strategies that suit the person  
they are supporting.130

Findings from the ARC funded project confirmed the complexity of the supporter/decision-maker 
relationship and the emotional investment that most supporters put into providing support.131 
However, having a structured approach to supporting decision-making was found to be helpful.132 
Training provided a catalyst for parents to reflect and rethink their perspectives of how they 
approached decision-making with their sons or daughters with intellectual disabilities and for 
building awareness of their own influence over decisions.133 The authors conclude the mentoring 
or other strategies should accompany the training to assist parents to implement supported 
decision-making.134  

In an analysis of a subset of the qualitative findings from parent supporters of adults with 
intellectual disabilities, Bigby et al concluded that: 

The training and associated mentoring influenced the thinking and actions of parents,  
helped them to apply the Framework to their individual context, and gave them a reference 
point for their support practice. Acting as a catalyst for reflection, the training helped parents  
to realise how much they influenced their son or daughter’s decision-making and the 
difficulties of maintaining rights-based support. In turn, such realisations helped parents  
see the value of self-reflection and commit to changing aspects of their support.135 
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These conclusions are borne out in the quantitative data from the slightly larger group of parent 
supporters. Using the Decision Support Questionnaire, significant changes in the hypothesised 
directions were found to the strategies used by parents, indicating a shift to practice more 
consistent with rights and supported decision making. There have been similar results from two 
pilot studies (see below at Section Supported decision-making pilots – with published results 
and/or evaluations) where the La Trobe framework or a modified version, was embedded into 
training for supporters.136 Following training in both studies, supporters reported significantly 
increased confidence in providing support for decision-making as well as a change in support 
strategies more consistent with good supported decision-making practices in their interactions 
with their clients.137

5.2 Acquired brain injury (ABI)
ABIs (also called traumatic brain injuries) can be acquired at any point in a person’s life. 
ABIs are ‘… associated with a range of changes across physical, cognitive, emotional and 
behavioural domains’.138 Such changes may include: ‘increased levels of stress and strain’  
and ‘poorer mental health’.139 This group are more likely to be participants in the NDIS than 
those with dementia or mental health conditions, although some will be covered by traffic 
accident insurance schemes such as the TAC in Victoria and iCare in NSW.

When compared with literature on supported decision-making for people with intellectual 
disabilities, the evidence base for people with ABIs is quite limited. 

5.2.1 Conceptual complexities and controversies
A unique feature of cognitive disability associated with ABI compared with other disabilities  
is the sudden impact of the brain injury on the person and the reconstruction of their identity  
that often follows. People with an ABI may, similar to people with dementia, have made 
decisions mostly independently prior to their injury. Some commentators have assumed 
(particularly in the mental health and dementia context) that a person’s wishes or ‘will’  
can be ascertained by considering past preferences and enacted decisions.140 However,  
as noted by Wiesel et al this does not necessarily apply to people with an ABI: 

[I]s a person’s true will evident in their decisions before their ABI, apparently free of any 
distortions associated with the injury? Or, alternatively, does the injury represent such 
a radical discontinuity in one’s identity, that their pre-injury preferences tell little about 
their post-injury will?  Indeed, many people with ABI experience an ongoing process of 
reconstruction of self-identity marked by a temporal framing of ‘before’ and ‘after’ the injury 

… After an injury, many people with ABI continue to self-identify with personal attributes or 
characteristics from before the injury, alongside some newly recognised attributes shaped 
by experiences after the injury. Yet, the injury and its consequences often mark a significant 
temporal boundary – or discontinuity – in terms of personal goals. After their injury, striving to 
live well with their impairment, many people reassess their personal goals which continue to 
change over time.141
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As a consequence, one complexity for supporters of people with ABI who knew the person  
before their injury, is grappling with the extent to which the person’s psychological and  
emotional self has changed since the injury. 

5.2.2 What supported decision-making looks like for people with ABI

Most of the work has been done in Australia and Canada with research mostly consisting of 
qualitative studies with small numbers of participants with ABI and those who provide supported 
decision-making. Some further research has included people with ABI alongside people with 
other disabilities in the context of examining supported decision-making.142 

Effective supported decision-making has been identified as being particularly helpful for those 
with ABI to develop and maintain a positive self-concept.143 People with ABI have identified that 
having a person who understands their condition and knows them well is important.144 Knox et 
al’s study described how participants with ABI liked to be able to choose supporters depending 
on the decision and their needs, describing supporters as taking on the following roles in 
providing effective decision-making support: creating opportunities for decision-making, providing 
expert advice, acting on their behalf and providing motivation and encouragement.145 This study 
suggests that it can be important for supporters to understand the changes that have occurred in 
the person since the injury occurred and how different the person may be as a consequence.146 
The importance of parental supporters and the supported person having a shared vision of the 
person’s future was noted to be central to a successful parent-adult support relationship.147 

Some research tended to show that supporters who considered that they knew decision-makers 
with ABI well, were attuned to when environmental or contextual factors might compromise 
their decision-making abilities, and consequently may be aware of when more decision-making 
support was needed. For example, where decision-makers were put in time pressured or difficult 
environments and asked to make decisions, this could compromise decision-making abilities as 
compared with a structured and calm environment.148 

The need for training and education and support for supporters of those with ABI has been 
identified in these studies,149 as was health care professionals’ role in providing supported 
decision-making.150 One UK study identified potential deficits in professionals’ understanding of 
ABI and how that affected a person with ABI being able to make decisions. This was particularly 
the case for professionals who had transient or short term interactions (for example, for capacity 
assessments) with a person with ABI as compared with case managers who had a longer term 
relationship and knew an individual better.151 

5.2.3 ABI (non-legal) supported decision-making initiatives

The La Trobe Framework (discussed above at Section 5.1.3 La Trobe Support for  
Decision-making Practice Framework (‘La Trobe Framework’)) is an evidence-based program 
of training for supporters of people with ABI or intellectual disabilities. It has been implemented 
by a small number of TAC coordinators who underwent the training and who have clients with 
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ABI (see further below at Section Supported decision-making pilots – with published results 
and/or evaluations). The qualitative and quantitative results from that small study demonstrate 
that training in the La Trobe Framework had a significant impact on supporters’ confidence and 
demonstrated a significant shift in supporters’ reported strategies towards effective supported 
decision-making practices in dealing with their clients with ABI.152

5.3 Mental health conditions
The wide variety of mental health conditions and the many ways in which these are 
experienced, mean that decision-making processes and the needs of people with mental 
health conditions will vary considerably. Many people with mental health conditions experience 
no issues with their decision-making abilities, or else successfully manage decision-making 
informally. For others, episodic or ongoing mental health conditions are experienced as having  
a severe impact on their lives and associated with a high need for supported decision-making. 

In general, it is possible to identify features of mental health conditions which distinguish them 
from intellectual disabilities, ABIs and dementia. Mental health conditions are more likely to have 
a changing or fluctuating impact on a person’s ability to make decisions. Some mental health 
conditions are characterised by episodic periods where greater intervention and treatment by 
the State occurs. During these ‘crisis’ episodes there is more likely to be engagement with a 
specific section of the healthcare system where health professionals have distinct roles within  
a more regulated environment. 

Literature relating to supported decision-making in the context of mental health conditions 
is burgeoning. However, as noted by Wilson, supported decision-making can be seen as a 
‘cognitive disability concept which has been expanded to the mental health context’.153 Themes, 
conceptual understandings and supported decision-making initiatives tend to be distinct for 
this group from those that arise in relation to other disabilities. These differences may be partly 
attributed to the separate and distinct legal frameworks that many countries have for mental 
health treatment; and the fact that coercion and involuntary treatment has been a characteristic 
of treatment provision. 

5.3.1 Conceptual complexities and controversies
As noted above (at Section 3.Overlapping concepts and practice boundaries), there are other 
concepts and practices that intersect and overlap with support for decision-making practices. 
Some specific to mental health but not the focus of this review are noted by Gooding as 
including ‘recovery-oriented practice’ and ‘trauma-informed approaches’.154 Some confusion 
may also arise due to the inclusive way in which the term ‘supported decision-making’ is being 
used. As noted by Davidson et al, in:

international human rights law, ‘supported decision-making’ is one constitutive element  
of ‘support to exercise legal capacity,’ and refers to a person making a decision on his  
or her own behalf, with support in order to exercise his or her legal capacity.155  
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It is apparent in the mental health literature that sometimes a discussion of a ‘supported 
decision-making paradigm’ is taken to mean general compliance or consistency with CRPD  
article 12 requirements.

One debate in the literature that has particular relevance for mental health has been whether  
it is possible to comply with article 12 CRPD within substitute decision-making arrangements  
– particularly compulsory psychiatric treatment laws – if these are underpinned by human rights 
principles including respecting an individual’s will and preference.156 The conflicting views about 
this have been referred to as the ‘Geneva Impasse’.157  

The CRPD Committee’s view is that substitute decision-making regimes including ‘mental health 
laws that permit forced treatment’ must be abolished and replaced by supported decision-
making arrangements.158 However, this position has been criticised by commentators (and 
particularly clinicians) who consider that this can lead to a person’s needs being unmet.159  

As already mentioned, difficulties arise in how we interpret and operationalise respecting  
a person’s will and preference, including in the context of people with severe mental health 
issues.160 One point of debate is whether within a supported decision-making framework,  
a person’s ‘will’ – that is, long held personal values – should be given precedence over their 
momentary ‘preferences’ during an episode of mental ill health.161 

5.3.2 What supported decision-making looks like for people  
with mental health conditions

Evidence in the literature tends to merge discussions of ‘general’ supports provided to assist  
a person with a mental health condition to participate in daily life, and support for decision-making 
specifically. As recognised by Wildeman, there are links between how supports in other areas of  
a person’s life can impact on or ease involvement in decision-making:

 … supported decision-making in relation to psychiatric treatment – which arguably entails 
a right to a meaningful range of therapeutic options as well as supports for the exercise of 
choice among those options – is one piece of a broader picture of what it means to promote 
full social inclusion of persons with disabilities.162

However, in this review we have not focussed on broader discussions of general supports. 

An ARC Linkage funded study into mental health and supported decision-making has explored 
what supported decision-making means, and how it is experienced, by people with mental 
health conditions, health care professionals and family supporters. Through examining  
twenty-nine narrative interviews with people diagnosed with mental illness, it was found that 
participants were likely to hold one or more of four narrative positions.163 These four positions  
were in turn likely to affect how each individual preferred to be supported. They were:

Inward Expert (‘presenting the self as an expert in relation to one’s own experience’); 
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Outward Entrustor (‘those who predominantly looked to medical expertise for guidance‘  
in interpreting their own experiences); 

Self-Aware Observer (those for whom agency was reconstituted in the context of the illness’  
rather than a loss of self); and 

Social Integrator (those who placed importance on ‘social integration’, and social relationships  
as an important part of their lives). 

The researchers theorised that different approaches to supported decision-making might  
be more or less successful, depending on the narrative that the participant most identified  
with. They noted that clinicians may need to fill a variety of roles:

To facilitate SDM, psychiatrists, other mental health clinicians (of all disciplines),  
GPs and other health professionals may need to act in a variety of roles: as facilitators  
(including trusting their patient to self-manage where appropriate and facilitating self-care  
and processes of recovery), as companions (getting to know their patients well and “being 
there” when needed), and as collaborators (providing options and information and, where 
possible a speedy resolution).164

Kokanovic et al’s study found that clinicians who had positive relationships with patients with 
mental health conditions were valued as supporters and identified as ‘enablers’ of supported 
decision-making.165 Conversely, as noted below, where clinicians did not cultivate these types  
of supportive relationships, people with mental health conditions found it difficult to participate  
in decision-making about treatment.166 For most people in this group, the role of family and  
peer support was also highly valued.167 The importance of supporters having good interpersonal 
skills and strong relationships with the supported person were viewed as key to the success  
of supported decision-making in the mental health context.168 

However, discrimination and stigma experienced in a hospital context by Victorian participants 
with mental health conditions resulted in them feeling ignored or judged less capable than 
others, and were major barriers to receiving good support for decision-making.169 This finding 
was echoed by the participants who acted as family supporters to people with mental health 
conditions who had engaged with the mental health system in Victoria.170 Family supporters  
also reported difficulties in being excluded from access to information or participation in 
decision-making which made supporting their loved ones at the end of involuntary treatment 
more difficult.171 Conversely some supporters reported conflicting feelings about their supporter 
role. Stone et al, for example, highlighted that people in support or carer roles often had 
complicated relationships with the person they supported that could lead to their actions 
conflicting with what is expected of a good supporter (for example, being absent, prolonging 
detention, shifting into substitute decision-making).172

Studies have found that people with mental health conditions find retaining independence or 
control in their lives to be important, as did parents and members of their close circle.173 In one 
study, both people with mental illness and their parents were supportive of supported decision-
making but raised concerns about how it would operate during crisis mental health periods.174 
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The importance of educating clinicians who traditionally hold ‘power’ in relationships with people 
with mental health conditions has also been identified. It has been suggested that training the 
next generation of clinicians around the principles and concepts that move away from substitute 
decision-making towards supported decision-making will be crucial in embedding cultural and 
practical change in mental health services.175 There has also been recognition of the potential 
role of technology in enabling supported decision-making in the mental health context.176

Outside the context of health care, limited research has been done on the role that supporters 
might play in assisting people with mental health conditions to manage their personal financial 
budgets. Hamilton et al found that in developing a person’s own budget management skills, 
overlapping advocacy, substitute decision-making and support were needed. They also found 
a need for supporters to have access to information to act in this role.177 Hale et al’s study in 
Victoria considered a need for more support in decision-making around financial products when 
people with cognitive disabilities (including people with mental health conditions) were making 
financial decisions as consumers of these products. This need was perceived from the point  
of view of adults with cognitive disabilities, consumer advocates and financial organisations.178 

5.3.3 Mental health (non-legal) supported decision-making initiatives

The literature reveals that many countries are grappling with how to implement supported 
decision-making in the context of existing mental health frameworks, and that fundamental 
concepts may need to be revisited for true domestic compliance with the CRPD requirements.179 

The literature identifies several types of community programs180 that seem to provide more  
than just decision-making support but have nevertheless been considered by commentators  
to fall within the ambit of supportive decision-making mechanisms and tools. Described below 
are the clubhouse model, WHO QualityRights, circles of support, peer support/advocacy and  
open dialogue.

Circles of support

Circles of support for people with intellectual disabilities have already been discussed above  
(at Section 5.1.3 Circles of support) and formalised ‘microboard’ models are discussed below  
(at Section Microboards (and other incorporated networks). This group-based model of 
supported decision-making is used more commonly in relation to adults with intellectual 
disabilities but has also been identified as a method of support in the context of mental health.181

Some models that focus more broadly on supporting people with mental health conditions 
(beyond just decision-making) can include a wider circle of supporters. Support may include 
that provided by the wider community (for example, by service providers and non-government 
organisations etc), to be drawn upon as needed. One such model, known as Seher’s ‘Circle  
of Care’ has been established in India. In that model Seher representatives facilitate access  
to supporters for people with mental health conditions included in the program.182
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WHO QualityRights

This program of training, that contains an advanced module on supported decision-making,  
has broad application across cognitive disabilities. It does, however, have a strong focus  
on the mental health context. See above at Section 5.1.3 WHO QualityRights.

Clubhouse model

The clubhouse model is described as a ‘recovery-oriented environment for people living with 
mental health challenges’. This program of support for people with mental health conditions 
has been implemented globally and has a body of literature regarding its benefits in relation to 
different aspects of its program. However, as this model predates the CRPD, it has only recently 
been directly linked with the practice of supported decision-making. Corcoran et al suggest that 
supported decision-making is a ‘naturally occurring aspect’ of this model which fosters peer 
to peer and staff to member relationships in an inclusive environment where work tasks are 
incorporated each day and members are invited to contribute.183

Peer support/advocacy

This refers to the process where a person of equal standing with personal experience of mental 
health conditions provides support to a person in crisis and can act as an advocate.184 They  
may also have a role in educating people they are supporting, for example in developing a 
psychiatric advance directive (see below at Section Psychiatric advance directives/statements 
(PADs)).185 However, it has been noted that peer support workers can face challenges in 
providing consumers with support in decision-making.186 

Open dialogue

This Finnish model involves people with mental health conditions engaging with family 
members, and others in their social network, to discuss important medical treatment options. 
This approach is recommended by the WHO and is described as a ‘flexible service for the 
treatment of psychosis in a community context not only with the potential to avoid coercive 
interventions and hospital admissions but also to improve the outcomes of psychosis’.187 
Decisions appear to be made ‘jointly’ under this model, but all are involved in the decision-
making process.188 Gooding notes that such a model offers ‘useful starting points to develop  
and implement workable measures of supported decision-making’.189 

It is apparent from this brief overview that supported decision-making and general supports 
for persons with mental health conditions appear to be delivered hand in hand. Most of these 
programs consider supported decision-making in the context of a larger program, and many  
pre-date the introduction and widespread recognition of supported decision-making as a 
concept and distinct practice.
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5.4 Dementia
People with dementia are more likely to be older individuals who experience a gradual decline 
in decision-making abilities along with their cognitive abilities. The changing nature of their 
decision-making capacities distinguishes them from groups whose capacity is more stable, such 
as people with intellectual disabilities. Also distinguishing them is that people with dementia are 
likely to have lived much of their lives making independent decisions and may have acquired 
professional or community responsibilities and/or amassed significant assets during their 
lifetime.190  This is also likely to be the case for people with early onset dementia, other than 
those with Down Syndrome (among whom this condition is particularly prevalent). They may 
also have chosen to plan ahead, utilising legal mechanisms to ensure that their wishes are 
known, and that trusted friends or family have legal authority with respect to certain decisions. 

While approximately seventy per cent of people with dementia live in the community, it 
is estimated that fifty four per cent of people living in residential aged care facilities have 
diagnosed dementia.191 More recent statistics estimate that a further six per cent of residents 
have moderate to severe cognitive impairment from all causes (discussed below at Section 
Residential aged care facilities).192 Some commentators have observed that older people with 
dementia may be less inclined towards adopting supported decision-making measures, partly 
because they may be more socially isolated, but also because they may prefer more familiar 
methods of appointing substitutes for decision-making.193

Unlike people with the cognitive impairments associated with other disabilities, people with 
dementia were not squarely considered as the target cohort for article 12 CRPD. People  
with dementia and their advocates were not included in negotiations and drafting of the 
CRPD.194 They are also much more likely to be using services from aged care rather than 
disability systems. While dementias are now well accepted as being within the ambit of the 
CRPD, the literature in relation to supported decision-making in dementia is still emergent.  
The literature does, however, see promise in supported decision-making for people with 
dementia, but as with other groups of people with disabilities, no single model has been  
agreed upon for implementation.195  

5.4.1 Conceptual complexities and controversies

A challenge identified in the literature for providing supported decision-making for people  
with dementia, is how to manage a person’s past and present will and preferences, given that 
these may not align. This has similarities with the discussion above in relation to a person with 
ABI before and after the injury occurred (see above at Section Conceptual complexities and 
controversies). Wright describes dementia as a ‘transformative event’ because someone with 
dementia may experience ‘radical and unanticipated changes in beliefs, preferences and values 
after its onset’.196 The question of how much weight to give precedent autonomy as compared 
with expressed current wishes in the context of providing or implementing supported decision-
making is unclear.
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Where a person with dementia changes long held preferences or views as their condition 
advances, the question becomes – what is the support for? Donnelly suggests an approach  
that ‘rejects simple past/present distinctions’ instead describing what constitutes support in  
the following way:

[S]upported decision-making is not about supporting a person to make the decisions/
he would have made prior to dementia; nor is it about a simple hedonic response post 
dementia. Somehow, decision-making supports have to combine both the person’s past 
and their present; to recognise the ‘moral work done by memory and imagination’… yet 
simultaneously to respond to the person as a moral subject in his or her current state.197 

Donnelly suggests that the complexity for supporters is in seeking to help make decisions  
that balance past and present selves, retaining the person’s identity while also accommodating 
and adjusting to changes that accompany the progression of dementia in that individual. A 
similar view is expressed by Sinclair et al who recognise that at a certain point, supporters may 
need to take a more active role in decision-making and strike a balance between ‘eliciting and 
acknowledging the person’s current will and preferences… while also respecting their previously 
established will and preference’.198 In contrast, Wright sees supported decision-making’s role as 
being to support the current preferences and interests of the person with dementia – regardless  
of what their views were before.199 In her view, apparent discord between past and present 
wishes (and past and present selves) ought to be resolved in favour of current wishes.200 

As with other cognitive disability groups, the question of whether substitute decision-making  
for people with dementia – if underpinned by human rights principles such as respect for  
a person’s will and preference – can be compatible with the CRPD have arisen.201

5.4.2 What supported decision-making looks like for people  
with dementia

There has been a greater emphasis in this literature on how the expected cognitive decline 
experienced in dementia affects decision-making. As cognitive abilities are expected to decline, 
it has been observed that decision-making can take place autonomously, with support, jointly, 
and, ultimately via substitute decision-makers.202 However, as noted by Sinclair et al, while 
a ‘spectrum’ of decision-making exists, support needs of individuals differ, and declines in 
decision-making ability are not necessarily linear in their progression.203 ‘Independent’,  
‘joint’, ‘supported’ and ‘substitute’ decision-making can also be intertwined.204  

Research shows that adults with dementia wanted to feel that they were still central to decision-
making, so that they could feel productive.205 It was important for them that people around them 
supported this.206 Research also emphasises the relational nature of decision-making by people 
with dementia:207 ‘relationships are key in realising ‘inclusive citizenship’;208 being included in 
everyday decision-making can bring a feeling of belonging, and adults spoke about finding a 
‘negotiated position in their relationships’ and valued ‘interdependence’.209 As with other cohorts, 



202 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

Keeling has suggested that supported decision-making requires the involvement of people who 
know the person with dementia well and that support should to be tailored to the communication 
needs of the individual.210 A study by Sinclair et al that included interviews with people with 
dementia and their supporters/family/carers found that decision-making was described in 
a social context but many lacked access to social networks. Decision-making was also not 
considered a ‘single’ decision but a process over time, and while ‘maintaining involvement’  
was a dominant theme, some adults with dementia preferred to withdraw from active  
decision-making over time.211

Research has found that strategies of supported decision-making for people with dementia 
include: allowing time,212 and restricting the number of possible decisions or choices; clearly 
stating options, using aids to assist understanding, reducing the range of choices,213 taking  
time to get to know the adult and developing trust,214 and negotiating a compromise. Sinclair  
et al’s study found additional strategies used by family supporters included being patient, 
repeating information, breaking decisions down into stages, and communicating through 
multiple sensory modalities.215 It has been suggested that a network of individuals around  
the person to invest time and effort is crucial, albeit increasingly rare.216

In the hospital setting, Miller et al’s study of persons with dementia found that when family 
caregivers perceive autonomy to be important to the adult, they can be an important advocate  
for continued involvement of the person with dementia in treatment decision-making or 
discharge planning.217

With respect to financial decisions, dynamics within a spousal relationship when one of them 
has dementia – could result in support being provided to maintain some participation in financial 
decisions. However, gender norms unrelated to cognitive capacity (ie where males were found 
to traditionally have made most financial decisions), were also found to influence whether 
adequate support was provided or accepted in financial decision-making.218 For financial 
decision-making in residential aged care facilities, Tilse et al examined staff understanding 
of supported decision-making principles, finding that family and aged care staff often made 
decisions about the extent of an adult’s involvement in financial decision-making.219 They found 
that complexities arose because capacity for daily shopping decisions may be different from 
capacity for long term decision-making about investments;220 and assisting adults to remain 
involved in decision-making about money is challenging in aged care where dementias are 
prevalent and managers wish to avoid allegations against staff of financial misuse/abuse.  
A significant finding was that there was only limited support for adults who wanted to be  
involved in decision-making, and that frequently substitute decision-making was adopted  
as an easier option.221 They noted that:

[i]mproving practice will therefore need a commitment from residential care providers, 
funding and regulatory bodies, and adult protective services to challenge the environmental 
and attitudinal barriers to the involvement of older people.222

Research shows that it is normally anticipated that there will need to be a transition from 
supported decision-making – where the person with dementia makes their own decisions  
– to someone else making decisions on their behalf. However, where a substitute decision- 
maker continues to uphold the person’s ‘will and preference’ rather than be influenced by  
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the ‘best interests’ of the person, then this is arguably still within the scope of supported 
decision-making (see above at Section Substitute decision-making). Sometimes this 
relinquishment of decision-making was at the wishes of the person with dementia but could  
also be initiated by family members who considered cognitive decline had reached a point 
where supported decision-making was ‘impossible’ or were concerned about an individual’s 
safety.223 Bosco et al, similarly identify different factors that can lead to substitute decision-
making (which they term ‘pseudo decision-making’). While sometimes this may be initiated 
by the person with dementia, it can also come about due to power imbalances in carer 
relationships, lack of accommodation or the time necessary for decision-making by the person 
with dementia or be due to organisational policies.224 Strickland et al recommend that as a 
consequence of this transition, there should be ‘opportunities to renegotiate autonomy at times 
where there are significant changes in health or context’.225 Where people with dementia do 
not want support to make decisions, and instead want others to step in and make decisions for 
them,226 there is still a need to ensure that any substitute decision-maker is guided by the will 
and preferences of the person rather than ‘best interests’ in making decisions on their behalf. 

A number of barriers to successful supported decision-making have been identified in the 
literature. Below at Section Residential aged care facilities, we identify particular issues in 
relation to provision of supported decision-making in the aged care sector. Within family 
settings, Sinclair et al conducted interviews of people living with dementia and their families  
and identified perceived implementation issues including time constraints, burnout among 
carers, conflicts of interest with other family members, and financial constraints on options 
available.227 The Canadian Centre for Elder Law found barriers to supported decision-making 
for people with dementia in relation to investment decisions centred on questions of who was 
responsible for the decision and if undue influence was present as well as privacy concerns  
by institutions in discussing a person with disability’s case with a supporter.228

Given the heightened vulnerability of older people with dementia, concerns about elder abuse 
are also a common feature of the literature. Difficulties have been identified in viewing supported 
decision-making as a panacea for addressing elder abuse. Carney concludes for example that 
addressing elder abuse in Australia calls for only ‘measured adjustments’ to the law, with the 
crux being service delivery and compliance by state and private institutions.229 He highlights the 
need for time and a nuanced application of the ‘will and preferences’ concept in the context of 
dementia care where present wishes (preferences) may be different to past expression of ‘will’, 
and points to the need for other protections for people with dementia who are subject to undue 
influence or exploitation in the community (ie bank card misuse) or the subject of physical or 
chemical restraints in aged care.  

While there may be a push for advance directives or similar documents to be put in place 
to enable people to ‘plan ahead’, issues remain with such tools in the context of supported 
decision-making. In relation to people with dementia, recent studies of advance directive 
prevalence in Australia also indicate many people with dementia have no advance care  
planning documentation in place, and there are low rates of self-completed directives.230  
Such low rates may indicate that some people with dementia may instead choose to rely  
on existing networks of informal relationships.231 
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5.4.3 Dementia (non-legal) supported decision-making initiatives

A number of dementia specific supported decision-making tools and mechanisms were  
identified in the literature that were aimed at addressing aspects of supported decision-making.  

CODEMamb tool

This tool was developed to aid in assessing capacity and in particular determining optimal 
methods for person centred communication with persons with dementia (including non-verbal 
communication). The authors have validated this observation assessment tool among older 
adults with varying levels of cognitive impairment and claim that it can ‘differentiate between 
content-related and relationship aspects of nonverbal communication behavior’.232 This is 
considered useful in that it can inform the tailoring of supported decision-making strategies,  
to best suit the needs of people with different types of cognitive impairment or dementia.  
While this assessment method has been tested in a clinic context, it is yet to be seen whether  
it is feasible and effective in the context of practical support for decision-making by supporters  
of varying levels of qualification.

ENSURE project

This project developed tools to enhance informed consent processes in the context of 
participation in dementia research. The study was premised on the idea that a deficit approach  
is usually taken to assessing capacity for people with dementia instead of an approach that 
focuses on remaining abilities and enhancing then. The study was part of the transnational 
ENSURE project (Enhancing the informed Consent Process: Supported decision-making and 
capacity assessment in clinical dementia research). Eight tools were defined and implemented 
 as part of the ENSURE project. The authors found that dementia researchers were willing  
to use the tools, but as yet there is limited evidence on their effectiveness in practice.233

Talking MatsTM

This is a non-legal supported decision-making mechanism consisting of ‘a picture based 
framework designed to help people who have cognitive or communication difficulties expressing 
themselves’.234 It was initially developed for work with people with intellectual disabilities to 
support communication for any purpose or context. Murphy and Oliver conducted a trial of 
using Talking MatsTM in decision-making by and with adults with dementia. While their article 
is positioned in a human rights framework it does not expressly frame Talking MatsTM as a tool 
for ‘supported decision-making’. They conclude that Talking MatsTM are effective especially 
because: they increase feelings of involvement, help the adults see what they could still do 
(rather than focusing on deficits); and helped the adults be aware of what their family were  
doing for them (ie the trial involved family carers).235 In other contexts (ie Parkinson’s disease) 
Talking MatsTM have been useful in ‘shared’ negotiating between couples and help adults 
participate in decision-making as required by the CRPD.236 An implementation trial of Talking 
Mats is currently underway in the Australian home aged care context, to determine whether this 
approach is feasible for aged care providers to deliver in practice.
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PRODECIDE

This German education program was designed for legal representatives who can be appointed 
to support people who are ‘no longer able to handle their own affairs’ but in circumstances 
where there is no restriction of legal capacity for the adult.237 When appointed for health matters, 
legal representatives need to have a certain level of knowledge of medical/health procedures 
to support adults to make decisions. For adults with dementia, interventions including PEG 
feeding, physical restraints and antipsychotic drugs may be used. The PRODECIDE education 
program was used to educate representatives on these issues. The publication of the protocol 
for a randomised trial in 2017 indicates that an evaluation is underway.238 

WHO QualityRights

This program of training, that contains an advanced module on supported decision-making, 
which is also applicable in the context of people experiencing dementia, has been described 
above at Section 5.1.3 WHO QualityRights.  

CDPC Supported decision-making for people with dementia training

In Australia, researchers from the Cognitive Decline Partnership Centre designed an introductory 
training package titled ‘An Introduction to Supported Decision-Making for aged care providers’. 
This six-hour training package covers the human rights principles underpinning supported 
decision-making, lived experiences of people with dementia and their family members regarding 
supported decision-making, and a series of case-based exercises to promote a problem-solving 
approach to providing supported decision-making. The training package was piloted during 2019, 
and while this pilot data is not published as yet, preliminary evaluation data (n=108) indicated a 
positive view of the content and delivery of the training package (95 per cent agreed or strongly 
agreed ‘the material presented was relevant to my role’, 97 per cent agreed or strongly agreed  
‘my awareness and understanding of supported decision-making has increased’), indicating a 
strong appetite for training in this area.
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6. Communities in Australia 

6.1 First Nations People
There appears to be little published research specifically addressing supported decision-making 
in the context of First Nations peoples. Clapton et al identify issues affecting capacity to deliver 
supported decision-making for First Nations peoples, including: intergenerational trauma; 
mistrust and suspicion of existing guardianship and administration systems; ‘a lack of cultural 
awareness and understanding of Indigenous people’s history, kinship responsibilities, cultural 
values and beliefs and ways of working’ in state-led support systems; a cultural incongruence 
between Indigenous and Western worldviews in relation to individualism, collectivism and 
decision-making; barriers to accessing support services, such as language barriers, stigma 
and shame; and, cultural bias in systems designed to assess cognitive (and decision-making) 
capacity.239 Similar themes are addressed in literature on end of life decisions by Indigenous 
peoples in New Zealand, Canada and the United States.240

The evaluation report of a supported decision-making trial in NSW (see below at Section 
Supported decision-making pilots – with published results and/or evaluations) mentions that 
two out of the 33 decision-makers identified as First Nations people. However, no analysis 
was provided as to whether or how supports were tailored for these two individuals or if their 
outcomes were different from others.241 Below we refer to limited research on First Nations 
peoples and access to the NDIS (see below at Section NDIS). The ‘Tree of Life’ practice guide  
for supporting people to make decisions about personal safety and well-being, was based  
on research conducted with workers at the Sydney Regional Aboriginal Corporation and  
the Multicultural Disability Advocacy Association of NSW (see Section 9.2 above). However,  
the research itself has not been published.

This lack of published research is significant as there are higher rates of disability in  
First Nations communities as compared with other Australian communities and:

 ‘…the nature of disability as experienced by this group is predominantly (but not only) 
related to mild to borderline intellectual disability, very often in combination with a range 
of mental health issues. Moreover, many people within this population group have a high 
incidence of acquired brain injury. The combination of these issues impacts significantly 
upon the person’s daily functioning and can result in compounding social disadvantage  
and complex service-related needs.’242 

While not referring specifically to support for decision-making, Baldry et al advocate for  
culturally appropriate ‘person centred support’ for First Nations peoples with mental and 
cognitive disabilities.243 The need for culturally appropriate information and training for 
government agencies interacting with First Nations people who experience disability is 
recognised by statutory bodies, such as the Office of the Public Advocate (Vic), which has 
published guidance for its staff on interacting with First Nations clients.244 Similar guidance  
may be appropriate in relation to implementing supported decision-making in various contexts.
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6.2 Culturally and linguistically diverse people  
with disabilities
There is an absence of analysis about the practice of supported decision-making amongst 
culturally and linguistically diverse populations. As referred to above in 6.1, research on supported 
decision-making was conducted with the Multicultural Disability Advocacy Association of NSW, 
resulting in a practice guide. In other cases, while it is likely that people from different backgrounds 
and cultures participated in research, to date the research findings have not focussed on the 
impact of participants’ cultural or ethnic background on conclusions drawn about supported 
decision-making. While some published studies on decision-making and people with intellectual 
disabilities indicated that they included participants from culturally and linguistically diverse 
backgrounds, systematic, structured research on how decision-making supports may need to 
be tailored for diverse cultures is lacking. In one study of aged care residents, a comment was 
made that for refugees who had arrived in Australia with few possessions, access to cash was 
a strong preference in their financial decision-making.245 Zannettino et al describe the literature 
as acknowledging that older people from culturally and linguistically diverse backgrounds are 
‘particularly susceptible to financial abuse by their family members’.246 They further write that 
the nature of this vulnerability is underexplored, but is exacerbated by cultural expectations 
around family privacy and also by the adults’ dependency on others for ‘translation of financial 
transactions, and services.’247 

The Canadian Centre for Elder Law, in researching barriers to supported decision-making 
in investment decisions, noted that cultural background could lead financial advisors to 
misinterpret behaviours and communications.248 Sinclair et al’s research on the views of  
people with dementia and their family members on supported decision-making, noted the 
participants’ countries of birth – with five out of twenty-nine adults living with dementia and 
eleven out of thirty-two of their family members born overseas.249 They mention that one  
woman ‘had pressure culturally’ to nominate her son as an enduring power of attorney  
rather than her daughter, but no further analysis of cultural issues is explored.250 Sinclair  
et al recognise the need to ‘undertake broader consultation with diverse community  
groups…’ and ‘culturally-specific service provider organisations’ on supported  
decision-making for people with dementia.251

In 2021 Vanegas et al published a scoping review of literature on cultural differences  
in decision-making practices by, with and for youth with intellectual disabilities transitioning  
to adulthood. The authors found literature indicating differences in decision making between 
those cultures that prioritised individuality, as opposed to those that prioritised family and 
community. That review concluded that the impact of cultural diversity on decision making  
and people with intellectual disabilities is under-investigated, and that further research was 
needed so as to develop effective supported decision-making.252 
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6.3 Gender, sexuality and people who identify as LGBTIQ
A gap in the literature exists on supported decision-making and those who identify as LGBTIQ. 
Only one unpublished paper on guardianship and LBTIQ people was found that also mentioned 
supported decision-making as a potentially preferable alternative to ensure that consideration 
of the adult’s identity was central to decision-making.253 This extremely low yield is consistent 
with findings that there has been a lack of research generally on issues affecting people with 
intellectual disabilities who identify as LGBTIQ,254 and the little there is suggests disability 
service systems demonstrate little capacity to adjust support to the needs of this group. 

In relation to gender, the CRPD Committee notes that ‘Certain jurisdictions also have higher 
rates of imposing substitute decision-makers on women than on men’ and yet the intersection 
of gender with supported decision-making appears to be relatively under explored.255 There 
have been some limited findings on how gender affects supported decision-making in the case 
of heterosexual couples where one person is supporting the other experiencing dementia.256 
Commentary on domestic violence and elder abuse257 against people with disability points 
out that women are disproportionately affected258 and that relationships of so-called ‘support’ 
may shroud situations of abuse. These observations and analyses raise broader issues of 
what safeguards should be developed for supported decision-making (see below at Section 
Safeguards).259 It should also be noted that there is a large body of literature on reproductive 
health issues experienced by women with disabilities. While some of this relates to decision-
making by women with cognitive disabilities, it is more widely situated in the guardianship, 
health and bioethics literatures.260 The extent to which supported decision-making is able to 
address such gendered issues is unknown. Whether gender influences should be taken into 
account in support for decision-making requires further research.

Research does show that one area where supported decision-making can be lacking are 
decisions relating to sexuality and intimate relations. Harding and Tascioglu’s research  
showed that in England attitudinal barriers existed among professionals who would otherwise 
be in a position to support a person with a disability in relation to intimate relationship 
decisions.261 A small study focusing on the experience of pregnant women with intellectual 
disabilities showed that the quality of relationships held by the women with their ‘support 
network’ was crucial in facilitating decision-making in relation to pregnancies.262 McCarthy  
et al, in a study interviewing adults with cognitive disability on their ‘loving relationships’ 
identified that lack of autonomy in decision-making was one constraining factor.263
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7. Service system contexts of supported 
decision-making
The significance of the context in which supported decision making is implemented is a common 
feature in the literature across the four groups of people with intellectual disabilities, ABI, mental 
health conditions and dementia. Service system contexts inevitably overlap (for example, health 
care delivered in a residential aged care facility) and we are also starting to see the issues 
involved in transitioning between different service system contexts and the significant decisions 
that need to be made in doing so. For example, decisions to transition from the NDIS into 
residential aged care facilities, with consequent loss of funding. While we see the emergence 
of research targeting particular types of decisions (for example, will making264 and voluntary 
assisted dying265) we see little evidence in Australia that supported decision-making is being 
provided for these types of significant decisions involving transitions between service systems, 
despite it seeming crucial. 

Outside of service systems, spheres of life in civil society – that is, families, communities and 
other networks – may be relied upon by people with disabilities to provide supported decision-
making informally. For some individuals there may be significant engagement with service 
systems across their lives, while for others interactions may be brief, episodic or largely absent. 
However, here we briefly discuss significant service domains with which people with disabilities 
are likely to interact.

7.1 NDIS
The NDIS is founded on a philosophy of ‘choice and control’, allowing participants to choose 
and design individualised packages of supports and services. However, commentators have 
pointed out that adults with cognitive disabilities risk being disadvantaged under such a model, 
with its emphasis on individual contracts and decision-making.266 In this context, advocates  
have stressed the importance of providing participants with support for decision-making.267 

However, the NDIS legislation does not incorporate any system of supported decision-making 
other than nominee provisions,268 nor does it allow funding of supported decision-making in a 
participant’s package.269 Soon after its formation, the NDIA Intellectual Disability Reference Group 
a sub group of the Independent Advisory Council raised the importance of people with cognitive 
disability of having access to supported decision-making with the Commonwealth Government.270  

In 2015 the Commonwealth Department of Human Services began funding advocacy services  
|to pilot provision of supported decision-making to potential participants, without informal supports, 
to access the NDIS.271 While this funding has been welcomed, this program runs the risk of 
confounding individual advocacy with supported decision-making practice. A 2019 review of 
the NDIS legislation identified supported decision making as an outstanding policy matter, and 
recommended for inclusion as an item in the Disability Reform Council’s forward work program, 
“the role of nominees, guardians and supported-decision making under the NDIS, including the 
intersection between the NDIS and state and territory guardianship legislation”.272 In response to 
this recommendation, in 2021 the NDIA released a consultation paper on supports for decision-
making,273 and a ‘Companion Paper: Supporting you to make your own decisions’ which affirmed 
the NDIA’s commitment to uphold the human rights of people with cognitive disability.274 At the time 
of writing, the consultation is still in progress.
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There are two key steps to gaining access to NDIS supports. First, the participant must satisfy the 
eligibility requirements. Once deemed eligible, the second step involves a planning meeting with 
an NDIA officer to develop a plan for ‘reasonable and necessary’ supports. The NDIS legislation 
contains provision for plan ‘nominees’ so that when a participant has decision-making challenges, 
they can either choose to appoint a plan nominee to make decisions for them or the NDIA can 
appoint one for them.275 A nominee is therefore a type of substitute decision-maker.276 In practice, 
relatively few nominees have been appointed,277 and in many cases guardians have been appointed 
instead, leading to apparent increases in formal substitute decision-making arrangements.278

There has been no empirical research focused directly on supported decision-making  
in the NDIS. There has however been some broader research on the conduct and outcome  
of planning meetings. Perry et al undertook a study of NDIS planning experiences for people 
with intellectual disabilities and found that an effective process was key to participants having 
greater choice and control. Findings included that informal support at the planning meeting was 
crucial for decision-making,279 and that lack of sufficient information beforehand, could impede 
choice.280 Of concern was that planners would sometimes direct conversations to the support 
person, thereby marginalising the participants.281 Lloyd et al report perceptions of parents that 
NDIS planners lacked ‘specific knowledge of participants with intellectual disabilities, lacking 
sensitivity towards family situations and a positive vision for the adult’s future.’282  

Other research found that: people with complex needs often do not have informal support for 
planning, and confirmed that planners themselves do not always have the skills to provide the 
relational support required.283 Collings et al found that for participants with intellectual disabilities 
a relationship of trust between the participant and the planner was key and that people without 
informal support networks would require substantial assistance from a skilled planner.284 This 
suggests that those without pre-existing support structures are not likely to be armed to self-
advocate for the best funding support and may consequently miss out on funding that an 
equivalent person with good supports for decision-making in place may receive. This raises 
issues of equity between those who have the benefit of pre-existing supports and those who lack 
supports, particularly in light of the fact that the NDIS will not fund support for decision-making. 

Once a plan is settled, responsibility for its implementation, securing services and seeking 
review if circumstances change, rest with participants. In the case of people with cognitive 
disabilities, this means that they are likely to continue to need supported decision-making.  
There is little research about these parts of the NDIS journey, but some early reports suggested 
for some participants the absence of good support led to delays in accessing services and 
underspent budgets.285 

Laragy et al reviewed evaluations of NDIS trial sites to find that: ‘NDIS participants with a 
mental/psychosocial disability gave the lowest rating to having choice and control’.286 Higgins  
and Nunan made a narrow finding that peer education for people experiencing mental illness  
(that is, as part of the recovery model) ‘is vital in supporting people with a lived experience of 
mental illness to exercise choice and control under the NDIS’.287 Spivakovsky notes the high 
proportion of people with intellectual disabilities in the criminal justice system and that this 
double marginalisation adversely impacted on the effectiveness of the planning process  
and access to NDIS support.288
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There has been some research on NDIS accessibility for First Nations people, but not on 
supported decision-making.289 Gordon et al describe how the effects of colonisation have  
left First Nations people multiply marginalised, so that they are at a significant disadvantage 
when it comes to interacting with the bureaucracy and obtaining services.290 They point out  
that colonisation has been responsible for causing disability amongst First Nations people,  
but also for containing them within a culture of charity and welfare.291 These disadvantages  
are likely to be magnified under the NDIS’s free market approach, as no incentives are  
provided to provide ‘culturally safe or rural and remote care’.292  

Dew et al point out generally that First Nations people who get through to the planning stage 
require planners who are sensitive to cultural values.293 Other literature points out communication 
difficulties, not just because some First Nations people speak English as a second language 
but because they do not conceptualise ‘disability’ in the same way as their colonisers.294 In the 
absence of specific research, it is not possible to say how supported decision-making in the NDIS 
do or would function for First Nations people, except that such practice would need to be led by 
First Nations people and organisations, to ensure cultural capability.295

In the case of participants from culturally and linguistically diverse backgrounds, despite their 
high rate of disability (including intellectual disabilities) Soldatic et al report that ‘they are four 
times less likely to access government-funded disability supports’.296 As indicated above, there 
has been no research specifically focusing on culturally and linguistically diverse communities 
and support for decision-making – either in relation to the NDIS or more broadly and is a 
significant gap in the literature.

7.2 Residential aged care facilities
In Australian residential aged care facilities over 50 per cent of residents have dementia.297 
Without access supported decision-making, these people risk having decisions imposed  
on them by others on a range of issues from everyday routines to major health interventions.

Many issues arising in residential aged care are similar to those experienced in other  
types of supported accommodation. The transience of staff and resourcing constraints  
impede opportunities for developing trusting relationships and obtaining quality supported 
decision-making.298 The issue of staff lacking time to engage in supported decision-making  
was also apparent along with the recognition that provision of good supported decision- 
making is ‘resource intensive’ and ‘difficult to facilitate’.299 One realm of decision-making  
where this has been recognised is in relation to residents making decisions regarding  
intimate or sexual relationships with others.300

Sector wide, there is more reliance on substitute decision-making mechanisms to manage 
institutional risk301 and a tendency to prioritise ‘protection’ over autonomy, particularly for adults 
with dementia.302 Studies have shown that attitudes and practice of staff and organisations 
will need to change. For example, Sinclair et al undertook a study of aged care organisational 
policies (from 7 Australian aged care organisations) with accompanying staff interviews, 
to determine whether and to what extent they aligned with the decision-making principles 
recommended by the ALRC.303 The authors devised 9 domains against which to audit such 
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policies. There were differing levels of compliance with and implementation of ALRC decision-
making principles which seek to promote and implement supported decision-making. Findings 
from interviews with management level staff on challenges to implementation in the aged care 
context included: concerns about safety and risk versus duty of care; perceptions that some 
workers needed very explicit/direct instructions (which were lacking), existing cultures were  
hard to shift, and frontline workers were not usually involved in policy development.304 The 
authors concluded there were significant gaps and suggested that high level policy guidance 
from regulators could assist in shifting policy and practice.305 Such guidelines have been 
developed and have been referenced by the Aged Care Quality and Safety Commission  
under the Aged Care Quality Standard in relation to consumer dignity and choice.306 

Views were also expressed that undue influence or abuse in decision-making could occur but 
workers felt this could be diminished by getting to know residents well, taking a multi-disciplinary 
approach and responding to resident cues.307 Some of these findings are similarly reflected  
in other countries, albeit in the context of different legal frameworks. For example, in Sweden, 
adults with impaired capacity have the right to make their own decisions on care services, 
so balancing this right against potential harms is left to practice, which creates dilemmas for 
professionals and families.308 Larsson et al’s systemic review of empirical research found that 
when adults with dementia transition to residential aged care they can be excluded, or have  
‘prior preferences … taken into account’, or current preferences are respected.309 It concluded  
that while legal changes have increased awareness of rights, this was not reflected by changes  
in practice, where exclusion of the adult from decisions still occurs.310

As with other sectors, there is a recognised need for staff within residential aged care facilities 
to be trained in providing supported decision-making to people with dementia.311 However, 
this faces challenges; high staff turnover means significant resources have to be committed 
to training in basic competencies, which means that non-mandated training can fall by the 
wayside. While the Cognitive Decline Partnership Centre has developed generic training  
for aged care staff on supported decision-making (discussed above at Section Dementia  
(non-legal) supported decision-making initiatives), it seems likely that unless such training  
is linked to standards to which organisations must comply, this may become another training 
option only accessed by motivated staff members. 

7.3 Health care
The health system is likely to be engaged with by all people with disabilities at some point,  
to varying degrees. What role do health care professionals play in supporting decision-making  
and what is known about it in the health care sector?

Health care professionals are likely to be crucial in implementing supported decision-making for 
health care decisions. They are often asked to assess decision-making capacity of patients312 
and can therefore act as a gatekeeper to a person being formally recognised as unable to 
make some decisions. They are also well positioned to identify how additional communication 
aids or interventions might help a person with a disability to retain and exercise their autonomy 
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in decision-making. They will also need to recognise other people who are providing support 
to individuals and adjust their behaviour accordingly – such as being prepared to have them 
present during consultations, sharing medical information about the individual with them, 
discussing options with the supporter(s) so they can talk through them again with an individual 
at a later time. Wright notes, however, that there is a lack of clarity around responsibilities of 
health care professionals’ responsibilities in this context, for example, what role should they 
have in detecting undue influence?313 

Sinclair et al found in their small qualitative study with some health care professionals that a  
range of approaches to supported decision-making were used. Some approaches were more 
conducive to including other supporters into decision-making processes. One finding was 
that some considered there was a need to maintain ‘objectivity’ and ‘professional distance’ 
with some concerned about being held accountable, particularly for ‘risky’ decisions made 
by patients with dementia.314 In those jurisdictions without formal recognition of supporters, 
supported decision-making may also be met with resistance in the face of concerns of 
breaching confidentiality and a ‘fall back’ on substitute decision-making authority may be 
expected. Donnelly et al’s qualitative study of Irish health and social care professionals  
found, consistent with other literature, that knowing the patient and having the time to build  
a therapeutic relationship were ‘critical enablers’ of supported decision-making; however,  
this could be hard to establish in the acute care environment.315

In some cases health care professionals may also be called upon to act as a supporter for a 
person with a disability who is trying to make a health care decision.316 While the concept of 
‘shared decision-making’ – where a decision is made jointly between patients and health care 
professionals – is widely known in medicine, the same is not true for supported decision-making, 
despite there being significant overlap between the two.317 There are two types of decisions 
where supported decision-making might be sought. The first, and more common, is direct support 
to make health care decisions. However, health care systems may not be set up to allow good 
supportive relationships to flourish between patients and health care professionals:

Many studies, including one from Ireland, highlighted several contextual influences that 
mitigate against the provision of quality person-centred care in relation to [supported 
decision-making]. These include lack of time, competing clinical work, fragmented care 
services, inadequate professional collaboration and uncertainty in professional roles in 
relation to [supported decision-making].318

In addition, health care professionals may have to contend with colleagues or family members 
of the patient pushing for a more paternalistic ‘best interests’ approach to decision-making. This 
was evident in Donnely et al’s study of older patients in acute care settings and seen as a barrier 
to implementing supported decision-making.319 The need to consider the physical environment, 
for example, a quiet space for conversations away from noisy wards, was also identified as an 
enabler of health care professionals providing supported decision-making for patients. 320
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Another situation in which support for decision-making may be sought is in relation to  
advance planning of treatment choices. In some jurisdictions a medical practitioner is  
required to be involved and must sign such documents, perhaps increasing the chance  
that they will be asked to provide supported decision-making.321 Support is likely to be needed 
to navigate, articulate and execute advance directives, particularly where specific health care 
decisions need to be incorporated. This process may be used in the mental health context 
where people with mental health conditions wish to plan ahead to avert another crisis episode  
or make their wishes regarding treatment known, or more generally where people are 
anticipating medical treatment decisions will arise. 

A recurring theme in the literature is the need for leadership and cultural change, as well 
as targeted training if supported decision-making is to be understood and practice changes 
successfully implemented in the health care context.322 Some of this has started to occur in 
some countries, with the Irish PADMACs study one such initiative focusing on decision-making  
in acute settings by older patients with cognitive impairments.323 The need for education has 
been particularly recognised in the context of the mental health system.324 Some commentators 
have suggested that health care professionals’ knowledge of shared decision-making practices 
can be drawn upon to help educate them about supported decision-making.325

Health care professionals may also be instrumental in encouraging supported decision-making 
practice by advising those who end up acting as substitute decision-makers for health care 
decisions for others (see below at Section Health care). Often those who act in these substitute 
decision-maker roles will be unaware of the decision-making principles that they are legally 
expected to follow. In some jurisdictions these principles squarely place the individual patient’s 
(as opposed to the substitute decision-maker’s) wishes as relevant to the decision, and in some 
jurisdictions may require that supported decision-making be attempted before substitute decisions 
are made (see below at Section Legislative principles recognising a supported decision-making 
approach). Health care professionals may be best placed to educate substitute decision-makers 
about their obligations to consider these principles in the decision-making process. However, 
this may be expecting too much. Evidence in England showed that health services were failing 
to comply with the requirements of its Mental Capacity Act 2005 (England and Wales) when 
making health care decisions,326 and Australian studies in other areas of health care decision-
making demonstrate low levels of legal knowledge by professionals.327

7.4 Supported accommodation
People with all types of disabilities may live in forms of supported accommodation. Supporter 
relationships in supported accommodation – especially in group settings – can be unequal,  
with uneven power relations between staff and residents. Residents in smaller, community-
based supported accommodation settings are better supported to make everyday decisions, 
than their counterparts in larger congregate residential settings.328 However, even in smaller 
community-based settings there is significant variation in the quality of support, and in some 
services decisions about everyday activities are often made by staff, reflecting their own 
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preferences, or what they perceived as beneficial for the whole group of residents, rather  
than any individual resident’s will and preferences.329 The research above (at Section Who 
provides support) shows that residents in supported accommodation may seek supported 
decision-making from paid staff or professionals at these services. This may be in conjunction  
with support that they obtain from other people outside the service – such as family, friends, 
service coordinators or case managers – or may be the only source of supported decision-
making they seek in day to day living. Supported decision-making in this context raises a 
number of issues for consideration. 

First, are the problems of high staff turnover and maintaining continuity of care which affects  
the quality of support for decision-making provided by paid staff or professionals:330 

The shift to individualised funding under the NDIS was promoted as having potential to 
deliver greater ‘choice and control’ in allowing participants to move their funding from one 
service to another. However, this shift has also led to more precarious labour for disability 
support staff…, undermining their capacity to get to know service users well, which is an 
essential condition for successful support for decision-making.331

Second, are the low staff ratios or chronic understaffing in some supported accommodation  
that may mean staff do not have the time to provide support for decision-making as they are 
already stretched thin in their roles.332  

Third are the tensions between respecting an individual’s autonomy while also owing them  
a duty of care – often interpreted informally by staff on a day to day basis – that may lead  
staff to err on the side of protection and not provide the support needed to make decisions.333  
Finally, is the recognised need, identified across all service system contexts, for education  
and training of the staff who may be called upon to act as supporters – whether acting  
informally or formally appointed. 

7.5 Criminal justice system
People with cognitive and psychosocial disability are over-represented in the criminal justice 
system and experience significant disadvantage in the processes leading to imprisonment, as 
well as greater exposure to harm within criminal justice settings.334 The criminal law in Australia 
provides what have always been considered two ‘protections’ for adults with impaired capacity. 
The first is that a person may raise as a defence that they were of ‘unsound’ mind at the time of 
committing an offence. The second is that if a person is found ‘unfit to plead’ by way of impaired 
capacity, then they will not stand trial for the offence.335 On one interpretation of article 12 CRPD,  
this differential treatment of adults with cognitive disabilities is said to amount to unlawful 
discrimination,336 but the issues from a criminal law perspective are complex.337 Particular 
human rights concerns have been raised about adults who have been found unfit to plead, only  
to find themselves held in a forensic disability or mental health service for indefinite periods.338 
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In this context, there has been some consideration about what supported decision-making 
may look like for adults with cognitive disabilities as potential defendants in the criminal justice 
system. Gooding et al conducted a pilot program to provide non-legal supports to people with 
cognitive disabilities, so that they could avoid an ‘unfit to plead’ determination and have the right  
to participate in a criminal trial. Four workers were trained to provide support for adults by way 
of communication assistance, procedural accommodations and relationship building between 
legal centres and community services.339 The program was successful in that it ‘appeared to 
improve participation and outcomes for accused persons’.340  

Gooding et al describe how supported decision-making was but one accessibility and 
accommodation measure provided within a broader program of supports.341 Dhanda advocates 
for supported decision-making for people with cognitive disabilities in the criminal justice system 
and acknowledges that this requires a total ‘redesign’ of that system.342 The Office of the Public 
Advocate (Vic) has similarly recommended that governments provide broad support (not just for 
decision-making) for adults with cognitive disabilities to ‘understand and participate in criminal 
justice processes, including procedures in police stations and in courts’.343 We note that in the 
criminal justice process ‘decision-making’ would not appear to be the crucial or central focus for 
supports. The program undertaken by Gooding et al and the recommendation of the Office of the 
Public Advocate suggest that support is required not so much for decision-making, but for ‘legal 
capacity’ in a broader sense of meaning the right to be recognised as a person before the law.344

7.6 Voting
Article 29 of the CRPD provides that people with disabilities have a right to participate in political 
life including a right to vote. The effect of article 12 of the CRPD is that their legal capacity to 
vote must be recognised. In many countries the appointment of a guardian may mean that 
an adult no longer has a right or opportunity to vote.345 While this is not the case in Australia, 
the Commonwealth Electoral Act 1918 (Cth) nevertheless provides that: a person of ‘unsound 
mind’ who is ‘incapable of understanding the nature and significance of enrolment or voting’ is 
not entitled to vote.346 This provision has been widely criticised by disability advocates, leading 
to recommendations for amendment together with research on practical barriers to voting for 
adults with cognitive disabilities. 

The ALRC Report recommended that electoral legislation be amended to repeal the ‘unsound 
mind’ carve-out described above and provide instead that it would be a ‘valid and sufficient 
reason’ for failing to vote if an adult does not have functional decision-making capacity. The 
effect of this would be that an adult with cognitive disability would have the right to vote; but 
would not be penalised for failing to do so, if they did not have the capacity to understand,  
retain or weigh the relevant information or did not have the capacity to communicate their 
vote.347 The ALRC Report further recommended that returning officers should be provided  
with training on the National Decision-Making Principles, and that an adult may be permitted  
to choose someone to assist them with voting.348 Bigby et al conducted research on barriers  
to and facilitators of voting in Australia, with recommendations including that electoral 
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commissions and non-government bodies explore strategies to produce and disseminate 
accessible information about public affairs.349 However, little research has been done on  
how supported decision-making may assist people with disabilities to vote.

7.7 Research
Supported decision-making in the context of consent for participating in research, is an 
emerging area.350 The use of supported decision-making to involve people with disabilities 
as research participants, but also as research partners, is largely unexplored. People with 
disabilities, particularly people with high support needs, are often excluded from research 
(including medical research) and this can have negative consequences, ultimately reducing  
the number of options for some groups of people. As noted by Bierer et al, in the clinical setting, 
this can result in serious inequities:

[T]here is evidence of disproportionate exclusion of people with cognitive disabilities from 
participation in clinical research… The lack of inclusion has acutely reduced opportunities 
for people with disabilities to benefit from clinical research, diminished the potential 
representativeness and generalizability of studies, and left gaps in the clinical evidence  
base often for the most seriously disabled.351

Supported decision-making is viewed as one way to increase the involvement of people 
with disabilities in research.352 The current National Statement on Ethical Conduct in Human 
Research, which guides Australian researchers, provides guidance on that information about 
research should be presented in a way that supports a person’s their participation. This includes 
considering methods of communication, and taking into account visual, hearing or communication 
impairments, as well as age and cultural background.353 The National Statement also alludes to 
supported decision-making in discussing consent processes:

In the consent process, researchers should wherever possible invite potential participants 
to discuss their participation with someone who is able to support them in making their 
decision. Where potential participants are especially vulnerable or powerless, consideration 
should be given to the appointment of a participant advocate (emphasis added).354

However, this is in the context of vulnerability of people in ‘dependent or unequal relationships’ 
and a similar statement is not included in the discussion of consent in the chapter on ‘People 
with a cognitive impairment, an intellectual disability, or a mental illness’. This is a notable 
omission. More explicit mention of supported decision-making in national ethical research 
guidelines would be beneficial in providing greater guidance, particularly to researchers and 
human research ethics committees. 

Whether supported decision-making in this context might be implemented through use  
of advance research directives, or the ability to appoint research ‘proxy’ decision-makers, 
has begun to be considered.355 However, the current legal frameworks in Australia remain 
fragmented between States and Territories.356 
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Barriers to applying supported decision-making currently exist in this area, because the 
emphasis has been on protecting vulnerable populations from exploitation. Research is subject 
to governance by human research ethics committees constituted predominantly by scientists, 
lawyers and lay people. Research institutions are more accustomed to excluding people 
with disabilities, or else relying on a substitute decision-maker’s legal authority to include a 
person in research.357 There is a need to train and educate researchers, as well as members 
of human research ethics committees, before supported decision-making will be successfully 
implemented in the research context. We note that the current ENSURE project (Enhancing 
the informed consent process: Supported decision-making and capacity assessment in clinical 
dementia research) (discussed above at Section Dementia (non-legal) supported decision-
making initiatives) has developed tools to enhance informed consent processes in the context of 
participation in dementia research. To date they have found researchers open to using the tools 
developed and this emphasises, ‘the importance of developing training courses in the field’.358
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8. Legal mechanisms of supported 
decision-making
This part of the review describes the legal mechanisms introduced into law domestically  
and overseas to implement aspects of supported decision-making. The first section  
describes Australia’s current guardianship legal frameworks as compared with other  
countries and addresses the issue of the practice of supported decision-making when a  
substitute decision-maker is formally appointed for a person with disability. (In referring to 
substitute decision-making frameworks and guardianship legislation, we are referring to the 
legislation that governs decision-making for and on behalf of adults that may consist of laws 
relating to guardianship and administration, enduring powers of attorney, medical decision-making, 
advance directives etc. This is distinct from mental health legal frameworks). The second section 
identifies general legal mechanisms that exist globally may be used across all disabilities. This 
is followed by reforms in mental health legal frameworks that purport to incorporate aspects of 
supported decision-making. This part concludes with a critique of some of the legal reforms. 

Spurred by the creation of the CRPD, law reform commissions reviewing guardianship and 
substitute decision-making legislation in Australia have strongly recommended incorporating 
various legally recognised forms of supported decision-making,359 as have law reform agencies 
worldwide.360 Indeed, the UN Special Rapporteur on Rights of Persons with Disabilities reported 
that at least 32 countries had undertaken or were implementing legal reforms as a consequence 
of the CRPD.361 Relatively recent legal reform has introduced frameworks for various forms 
of supported decision-making in States and Territories in Australia (eg Victoria, Queensland), 
eighteen States (and the District of Columbia) in the US,362 Ireland, Peru, Israel,363 Argentina364 
and Scotland.365  

The benefits of legally enshrining aspects of supported decision-making are various:

providing an alternative to rights restricting substitute decision-making; 

preventing the removal of decision-making rights for people with disabilities;

the political and societal value in formally recognising that people with disability are entitled  
to supports and to having their decision-making autonomy respected; 

• providing a catalyst to shift ingrained practice and attitudes within professions or service 
delivery contexts. For example, while recognising the difficulties in accommodating the  
‘hard’ cases, Glen argues that the ‘expressive’ value of law is important in framing and 
changing ‘social perceptions and actions’ and thus the insistence on ‘will and preferences’  
in all cases is important.366  

• providing certainty for third parties.367 Some third parties, such as financial institutions or 
people who wish to enter into contracts, may otherwise refuse to recognise a supporter’s 
actions in attempting to support decision-making (by, for example, accessing information  
on their behalf). This may be due to fears of breaching privacy requirements or fears of  
a supporter exerting undue influence or coercion.368  

• clarifying the legal standing of a supporter of a person with a disability369 as without 
legislation, informal decision-making is considered ‘unprotected in a legal sense’.370  
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• providing opportunities for implementing legal safeguards – something that informal  
support for decision-making practices lack, which can leave the supported person  
open to risks of abuse (see below at Section Safeguards in legislation).371

Before reviewing supported decision-making legal mechanisms, it is worth noting how  
substitute decision-making schemes have generally been viewed in opposition to supported 
decision-making and how Australia’s current substitute decision-making frameworks  
significantly differ from legal frameworks in other jurisdictions.

8.1 Australian substitute decision-making frameworks  
and supported decision-making
As noted above, the CRPD committee has stated that many substitute decision-making 
schemes are non-compliant with the CRPD and should be replaced with supported  
decision-making schemes.372 The literature shows that many advocates and scholars  
agree with this approach, but particularly those in the US.373 It is worth recognising however  
that, unlike in Australia and some other jurisdictions (eg UK),374 the dominant model of 
guardianship in the US (and some Eastern European countries) is for the appointment  
of ‘plenary’ guardians. A ‘plenary’ guardian has unlimited authority to make decisions in  
all domains of a person’s life – including for example, health, accommodation, education, 
services, social arrangements and finance. Moreover, appointments in the US are typically  
for an indefinite time period and applications to the courts for revocation are costly.375  

While Australian guardianship regimes still rely on capacity based assessments to impose 
substitute decision-making, by way of contrast, since the 1980s most Australian states and 
territories have significantly reformed their systems so that they are more aligned (but by  
no means fully compliant with) with CRPD goals. Current safeguarding features typically 
include: time limited appointments; appointment limited to specified decisions (ie not plenary); 
decision-making principles emphasising a person’s will and preferences; diminished resort  
to ‘best interests’ decision-making and accessible oversight by tribunals, not courts.376 Many  
of these features of Australian systems have only recently been enacted in other jurisdictions.

As noted below, Australia’s legislation continues to be reformed to align better with CRPD aims.  
Some jurisdictions have explicitly incorporated supported decision-making mechanisms into 
their frameworks to work in conjunction with existing substitute decision-making legal schemes.

This review has identified that supported decision-making can still be practised where a legally 
recognised substitute decision-maker is in place. This is particularly so in the Australian context 
where plenary substitute decision-making appointments are rare. Even where a substitute 
decision-maker is appointed, the narrow scope of those appointments mean that some  
decision-making rights will remain with the person with a disability and as identified below, 
supported decision-making often needs to be attempted prior to turning to substitute  
decision-making. The next section considers the situation of supported decision-making  
where a substitute decision-maker is in place. 
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8.2 Supported decision-making when a substitute  
decision-maker is in place
While substitute decision-making is often regarded as the antithesis of supported decision-
making, as discussed above (at Section Australian substitute decision-making frameworks  
and supported decision-making), the Australian framework for substitute decision-making  
differs vastly in its operation from other countries.  

While there is certainly room for improvement in many States and Territories substitute  
decision-making laws, the common features of adopting a least restrictive approach, time  
limited appointments and the additional incorporation of supported decision-making practices 
in some jurisdictions, mean that supported decision-making practices are not necessarily 
considered incompatible with Australian substitute decision-making legal frameworks.377  
As discussed below, in some States in Australia the legislation has adopted an approach that 
requires supported decision-making be attempted before any recourse to substitute decision-
making, including by appointed substitute decision-makers.378 This more nuanced legislative 
approach goes some way to recognising that support and substitute decision-making exist 
along a spectrum. Indeed, research has found that supporters naturally move between acting 
as a supporter into an informal substitute decision-making role depending on the situation.379 
However, the ability to formally appoint a substitute decision-maker for an individual will  
remain in Australia for the foreseeable future. As such, here we briefly discuss the relevance  
of supported decision-making when a substitute decision-maker is in place for an individual.

8.2.1 Tribunal appointed substitute decision-makers

For people who are found to lack capacity to make certain decisions, a guardian may be 
appointed for some or all ‘personal’ decisions and an administrator for some or all ‘financial’ 
decisions. While the guardian or administrator has legal authority to make some decisions  
on behalf of the individual, under Australian law that authority is limited. As well as being  
subject to the appointing Tribunal, these substitute decision-makers are obliged to follow the 
decision-making principles in legislation. In some Australian jurisdictions, these principles 
explicitly mandate that supported decision-making must be attempted by the substitute  
decision-maker before a substitute decision is imposed (see below at Section Legislative 
principles recognising a supported decision-making approach). In other jurisdictions there  
is generally a need to take into account the person’s views and wishes.380 

While there is little that reports on how supported decision-making works where a substitute 
decision-maker is appointed, one international pilot (discussed below at Section Supported 
decision-making pilots – with published results and/or evaluations) did raise the potential 
problems encountered when the people fulfilling the roles of an appointed guardian and 
supporter respectively, were different. The experience from that pilot was that: ‘[T]he 
appointment of a supporter concurrently with a guardian was repeatedly proven in the pilot  
to be ineffectual: the supporter cannot really help the person pursue their wishes when every 
choice is subject to the guardian’s approval, and the supporter’s work releases the guardian 
from their responsibility toward the supported person.’381
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Domestically, we see evidence of statutory bodies (such as the Queensland Public Trustee (Qld 
PT) (discussed below at Section Supported decision-making pilots – with published results and/
or evaluations) who are appointed as last resort guardians or administrators, actively embedding 
such an approach in their interactions with the people they represent. This demonstrates that, at 
least in some parts of Australia, supported decision-making and substitute decision-making are 
not mutually exclusive. Instead, it is consistent with those who view support and substitution as 
existing on a continuum where the individual’s will and preferences remain central to the decision-
making process. This approach is acknowledged in the La Trobe Framework which recognises 
that good supported decision-making that puts a person’s will, rights and preferences at the centre 
of decision-making may be provided by substitute decision-makers. For example, recourse to 
formal substitute decision-making may need to be sought when there are conflicting views among 
informal supporters, or potential for significant harm to result from an individual’s preferences. 
In the study of the Qld PT’s use of ‘structured decision making’ (discussed below at Section 
Supported decision-making pilots – with published results and/or evaluations), modelled on the  
La Trobe Framework, staff are directed to reference the process they have used and principles  
in the legislation if they propose to override a person’s preferences. This helped alert them to  
the seriousness of such actions.382

8.2.2 Self-appointed substitute decision-makers
Many people in Australia have executed legally binding instruments that appoint another 
person to act on their behalf in the future, at a time when they will be unable to make decisions 
themselves. These appointments may be in the form of enduring powers of attorney, enduring 
guardians or advance directives. If the instruments provide for the appointee to make decisions 
according to the person’s ‘will and preferences’ and not their ‘best interests’ then they may be 
consistent with the CRPD Committee’s understanding of supported decision-making.383 

How might supported decision-making be relevant if such an appointment is made? This may 
depend on what the document says as individuals can dictate the terms of the appointment. 
However, the extent that they reflect what the person has envisaged may be dependent on 
the level of effective supported decision-making received from supporters – both informal and 
professionals (for example, clinicians for advance directives) – at the time the document was 
executed. As noted by the CRPD Committee, ‘[s]upport should be provided to a person, where 
desired, to complete an advance planning process’.384 As discussed above, the principles which 
govern tribunal appointed substitute decision-makers and which mandate either expressly or 
implicitly an approach consistent with supported decision-making, must also be followed. We 
note that for some people, and particularly older people with dementia, there may be comfort  
in nominating others to manage their affairs rather than relying on supported decision-making.385  

8.2.3 Other formally recognised substitute decision-makers

There are a range of other formally recognised substitute decision-making roles that appear 
in health care (that is, the ‘person responsible’ and other medical default decision-maker 
equivalents), within the NDIS (nominees) and Centrelink (payment nominees).386 These more 
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limited roles may be constrained by decision-making principles in the same way as the substitute 
decision-makers identified above. However, at least in relation to the ‘person responsible’ and 
equivalents, people in those positions are even less likely to be aware of what supported decision-
making is and how to implement it as they are not formally appointed. Australian law provides 
legal mechanisms for medical decision-making when an adult is unable to make their own 
decisions. When such a situation arises and it is unexpected, medical decision-making will (in the 
majority of States and Territories) usually be passed to a close family or friend. These individuals 
are, in the absence of an appointed attorney or valid advance directive, ‘deemed’ by legislation 
as the most appropriate person to make medical decisions for a person at that time. Prior to the 
situation arising, many individuals may have given little though to decision-making on behalf of 
others or have been provided with guidance about how to make such medical decisions. Without 
guidance from clinical staff at the time of the decision, it seems highly unlikely that there would  
be an awareness of the principles that purport to guide decision-making.  

With the exception of the Qld PT pilot identified below (at Section Supported decision-making 
pilots – with published results and/or evaluations), there is very limited evidence of how appointed 
guardians, administrators, attorneys or other formally recognised substitute decision-makers apply 
or understand supported decision-making in the context of their legally recognised roles. 

In the next sections, we outline the main legal supported decision-making mechanism that 
have been proposed and adopted globally both generally and in the context of mental health 
legal frameworks. While there appears to be an increasing number of legal mechanisms, some 
commentators have suggested that this is not a bad thing, as different mechanisms may offer 
individuals the flexibility that may be needed to craft supports for decision-making that suits  
their individual needs.387  

8.3 Legislative mechanisms relevant across  
disability groups 
This section identifies legal supported decision-making mechanisms that predominantly exist 
in guardianship legal frameworks, rather than mental health legislation. These are potentially 
applicable to a person with any disability, whereas those discussed in the next section are 
predominantly designed for people with mental health conditions who may be subject to 
involuntary treatment orders.

8.3.1 Legislative principles recognising a supported  
decision-making approach 
Some jurisdictions only have guiding principles within their guardianship legislation that  
require attempts to be made at supported decision-making before moving to substitute  
decision-making.388 While not adopting the terminology of ‘will and preference’, the language 
used often denotes a supported decision-making approach should be attempted. In Australia, 
the recently amended guardianship legislation in Queensland requires a ‘structured’ approach  
to decision-making that starts with recognising the autonomy of the individual before any resort  
to substituted decision-making by people appointed to substitute decision-making roles:
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First, the person or other entity must—

(a) recognise and preserve, to the greatest extent practicable, the adult’s right  
to make the adult’s own decision; and

(b) if possible, support the adult to make a decision.

Second, the person or other entity must recognise and take into account any views,  
wishes and preferences expressed or demonstrated by the adult.

Third, if the adult’s views, wishes and preferences cannot be determined, the person  
or other entity must use the principle of substituted judgement so that if, from the adult’s 
views, wishes and preferences, expressed or demonstrated when the adult had capacity,  
it is reasonably practicable to work out what the adult’s views, wishes and preferences  
would be, the person or other entity must recognise and take into account what the  
person or other entity considers the adult’s views, wishes and preferences would be.

Fourth, once the person or other entity has recognised and taken into account the matters 
mentioned in subsections (2) to (4), the person or other entity may perform the function, 
exercise the power or make the decision.389

Similarly, as noted in the literature, supported decision-making practice can be cultivated within 
the current framework of the Mental Capacity Act 2005 (England and Wales) due to the guiding 
principles that assume a person’s capacity and require that ‘A person is not to be treated as 
unable to make a decision unless all practicable steps to help him to do so have been taken 
without success’.390 However, implementation of that Act and its principles were found to be 
poor, particularly in the context of more complex decisions.391 Without referencing the Australian 
and UK models, Kohn argues for the adoption in the US of this relatively minimalist legislative 
approach. This is in the context of criticising existing US legislation which she views as actually 
limiting an adult’s rights by providing immunity to supporters or in some cases limiting their 
ability to revoke an existing supported decision-making agreement (see below at Section 
Critiques of legal supported decision-making mechanisms).392

8.3.2 Appointment of legally recognised supporters
Reforms to statutorily recognise people in a supporter role, have been one of the more common 
legal mechanisms of embedding supported decision-making into existing frameworks. Despite 
calls to dismantle substituted decision-making frameworks, such reforms are often done as  
an adjunct to, rather than replacement of, substitute decision-making schemes.393 Examples  
of legally recognised supporters include: the supportive attorney and medical support person  
in Victoria;394 supporters in Yukon, Alberta,395 Quebec396 and Texas;397 assistants in Ireland;398  
and other reforms in European countries.399 

This type of legally recognised supporter differs from a legally recognised substitute because 
there is no transfer of ‘any legal powers of decision-making away from the person affected’.400 
Instead, such appointments provide supporters with authority to do certain things for the 
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supported person. Supporters may have access to information on the supported person’s 
behalf, or have authority to help the person communicate their decision. The appointments 
provide more formal recognition for third parties interacting with the person supported and  
their supporter.401 Peru’s recent reforms allows considerable flexibility for the person who  
seeks support to create a role that meets their needs. Martinez-Pujalte states:

The person that establishes the supports decides their form, identity, amount, effects  
and extension, but they will not have representative [substitute decision-making]  
functions unless it has been explicitly so decided by the person who needs support.402  

However, these types of appointments do not assist people with high support needs  
who are unable to directly organise the support they need.403

It is worth noting that these types of appointments can be distinguished from nominated support 
persons in the mental health setting (discussed below at Section Nominated supporters/
representatives). The role described here is usually contained within guardianship legislation 
and is more specifically directed towards supported decision-making than being a general 
‘support person’ as tends to be the case in the mental health context. However, there are 
inevitable overlaps in such legally recognised positions. 

8.3.3 Appointment of co-decision-makers

A less common legal supported decision-making mechanism has been recognition of  
‘co-decision-making’, where a person is able to appoint a co-decision-maker via a legally 
recognised document. Unlike a legally recognised supporter, where the decision is legally 
recognised as that of the supported person, here the decision is recognised as a joint one.  
For this reason there have been criticisms that it does not comply with the requirements of 
article 12 CRPD.404 Co-decision-making has been recognised in laws in Canada and more 
recently in Ireland.405 The data on uptake of co-decision in Canada is limited,406 but in the  
Irish context it has been suggested that it will be useful in cases of early stage dementia.407

Although recommended by the Victorian Law Reform Commission and the ACT Law Reform 
Advisory Council, no laws have been introduced for co-decision-making in Australia.408 There is 
very little empirical evidence on how well co-decision-making operates as a form of supported 
decision-making, and conceptual concerns have been raised about how this operates in 
practice.409 These concerns include: how co-decision making interfaces with existing laws on 
consent to medical treatment; if and how liability would be apportioned; whether the relationship 
is fiduciary in nature (ie a relationship of trust and confidence between two people in which one 
person has a duty to act in good faith for the benefit of the other) and how to safeguard against 
undue influence by the co-decision-maker. Also relevant is the challenge of adding a new concept 
into an already complex legal regime, necessitating another layer of community education.410
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8.3.4 Hybrid models where supporters are appointed
Other forms of legally recognised supporters combine modifications of the two models  
above, with a lower capacity threshold. These are designed for people with a disability  
who would not otherwise be able to execute a power of attorney. The well-known Canadian  
British Columbia Representation Agreement is one such model,411 as is the recent Austrian 
Elective Representative (gewählte Erwachsenenvertretung). Representation Agreements 
combine aspects of a supported decision-making agreements with enduring powers of  
attorney and provide the person appointed ‘a wide mandate to assist in decision-making  
through to making decisions on the adult’s behalf’.412 They also incorporate the safeguard  
of having appointed ‘monitors’, who have oversight of the relationship between the person  
with a disability and the person appointed.413

The Austrian Elective Representation model builds on the British Columbia model but allows  
the agreement to be tailored. Such tailoring can allow for: supporters to have access to 
information; for co-decision-making, or for a supporter to have power to ‘veto’ the supported 
person’s decisions.414 This model also has safeguards including requirements for registration  
of such agreements in a central registry and to file annual reports to an oversight authority.415

8.3.5 Judicial appointment of supporters 
Many jurisdictions that now allow for legally recognised supporters, also allow for judicial 
appointment of supporters as an alternative to guardians/administrators. This is the case for 
example in Victoria416 and also Peru.417 This legal mechanism has been subject to criticism  
– as the court/tribunal ultimately chooses the supporter rather than the person with the disability.418 
But it has nevertheless been recognised as a less restrictive option than appointment of substitute 
decision-makers and more consistent with the goals of supported decision-making.

The ‘God man’ appointments in Sweden are another version of legally recognised supporters.419 
These appointments are generally made with the consent of the person who will be supported, 
although exceptions do apply.420 

8.3.6 Microboards (and other incorporated networks)
The use of a microboards’ (sometimes known as ‘self-directed support corporation’, ‘Aroha 
entity’, or ‘person centred society’421) is another model of support that sits within a legal 
framework. While informal groups of people supporting an individual with a disability are 
relatively common (discussed, for example, above at Section 5.1.3 Circles of support), such 
groups can formalise the relationship through incorporation, a practice that has become more 
common Canada and the US, particularly for people with intellectual disabilities.422 A microboard 
has been described as:

A small (micro) group of committed family and friends…, who join together with the individual 
to create a non-profit society (board). They support planning, decision-making, setting up 
and monitoring supports, advocacy and act as ambassadors to connect the individual with 
their community.423
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Unlike the legal mechanisms discussed above, the laws relied on here are not guardianship laws, 
but rather the ability to create an incorporated legal entity. This arguably builds safeguards into the 
structure of supported decision-making provided to an individual.424 There is long standing use of 
this practice in British Columbia (predating the CPRD) with Stainton reporting that over 900 are 
in existence and that a non-profit agency has regional coordinators to help develop and sustain 
microboards.425 Some parents of people with intellectual disabilities establish these structures 
to enable supported decision-making for their son or daughter in anticipation of the parent’s 
death in the future. However, Browning found that the existence of this type of structure played a 
‘very limited role’ in shaping the process of supported decision-making.426 Use of microboards is 
beginning in Western Australia and there are efforts to establish them in other parts of Australia.427 
Nunnelley has found that in the Canadian context, these supporter groups usually have shared 
values and are formed to address three main issues: individualised funding and service delivery; 
friendship and community inclusion (sometimes when parents are gone); and person-directed 
planning and facilitation.428 

It is worth noting that microboards may be formed for purposes other than promoting supported 
decision-making (eg friendships, funding administration etc).429 However, supported decision-
making did appear to be a common goal for those whom Nunnelley spoke to in her 2015 
Canadian study for the Ontario Law Commission.430 One benefit identified by Nunnelley was  
the informal checks and balances that naturally existed in a group of supporters that safeguarded 
against inappropriate behaviour by supporters.431 Despite their use in Canada for some time, there 
is very little evidence on the effectiveness of microboards (and circles of support discussed above 
at Sections 5.1.3 and 5.3.3) as a supported decision-making tool. 

8.3.7 Other legal mechanisms 

While less frequently mentioned in relation to supported decision-making, the legal mechanisms 
of advance directives for health care generally, and the ability to self-appoint future proxy decision-
makers such as enduring powers of attorneys, nominees in the context of NDIS, or payment 
nominees in relation to Centrelink (or representative payees432 in the US for social security 
payments) may also prove to be important supported decision-making mechanisms. While many 
of these are the appointment of a future substitute decision-maker, if chosen by the person and 
the proxy acts in accordance with the will and preference of the person, it may come within the 
ambit of a supported decision-making paradigm.433 This is particularly so if the power is that of 
being an intermediary or channel of communication, as with correspondence nominees.

8.4 Legislative mechanisms relevant to the mental  
health context
As specific legal regimes exist in most countries for the provision of treatment for people with 
mental health conditions particularly during crisis episodes, a range of legal mechanisms have 
been incorporated into legal frameworks which are, at least partly, concerned with supported 
decision-making. What we see occurring domestically and overseas are adjustments to mental 
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health frameworks to incorporate aspects of supported decision-making rather than a complete 
overhaul of current systems of substitute decision-making.434 More so than in the literature 
for other disabilities, psychiatric advance directives and other forms of advance planning 
appointments and independent advocacy have more fully been recognised as tools of  
supported decision-making.435 

The following are international examples of legal frameworks in mental health systems  
that have included supported decision-making options. 

8.4.1 Sweden’s Personal Ombudsman (PO) Skåne  
independent advocacy
Since 2001, a Swedish service freely accessible to people with psychosocial disabilities 
provides for a formal independent advocate who can be legally appointed to assist a person 
with mental health conditions to make legal decisions.436 The model is designed to develop 
trusting relationships for up to 6 months, but it is reported that often longer term relationships 
are cultivated between the formal PO and the person with a disability. The PO is described by 
Berggren as occupying, ‘a freestanding position, independent of authorities, and reports recurring 
social issues affecting persons with psychosocial disabilities directly to the national agency for 
health care and social services’.437 The PO assists a client to decide how they wish to proceed  
in relation to current issues they face and then can assist in advocating their perspective to other 
professionals. The PO can act on behalf of the person.438 As Gooding reports, part of their role 
is to ‘make demands on the public authorities… to ensure that they are receiving the help and 
service to which they are entitled’.439 Berggren reports that research and outcomes of this model 
are positive, with small qualitative studies indicating the model can assist with client’s recovery 
processes.440 This is an example of a model that is available to someone who does not have a 
pre-existing support network. Berggren identifies some risks associated with the model, including 
lack of scrutiny of those acting as POs (compared with other professions) and how to ensure 
the POs are sufficiently educated about options available to their clients to provide accurate 
information of services available.441 This has been identified as a promising practice  
that incorporates supported decision-making.442

8.4.2 Psychiatric advance directives/statements (PADs) 
In the context of people with mental health conditions, PADs are often identified as a feature 
of mental health legislation that is directed at supported decision-making. For example, recent 
legal reform work in Zambia,443 India444 and the Netherlands445 situates PADs in the context of 
supported decision-making, as do recent reforms in the ACT and Queensland,446 and proposed 
reforms in Victoria.447 

A PAD is a document ‘designed to convey a person’s treatment preferences to their treating 
clinicians at times when, due to their mental health, their ability to communicate or make 
decisions might be impaired.’448 Wide variation exists as to the form and extent to which  
they are intended to be binding, however, ‘all of the models are intended to empower a person 
and assist in supporting their will and preferences.’449 Terminology also varies with ‘crisis cards’ 
and ‘Ulysses directives’ coming within the remit of PADs.  
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A number of issues have been identified with this legal option. One is that there can be a low 
uptake of PADs.450 This may be because, as Morrisey notes, supported decision-making may be 
needed in the process of making and executing a PAD.451 In addition, in jurisdictions where PADs 
are unenforceable, people with mental health conditions may be less inclined to execute one 
knowing that it may be overridden.452 Alternatively, it has been suggested that how an individual 
experiences their condition may make them more or less inclined to access PADs.453 Stone 
et al suggest that while assumptions have been made about PAD as an effective mechanism 
of supported decision-making, it may only work or be adopted if people with mental health 
conditions subscribe to the idea that there is a ‘lucid’ well self and a different self during a  
period of illness that should have their wishes overridden via a PAD.454 From their interviews with 
twenty-nine people with mental health conditions in Victoria, Stone et al found that participants’ 
views about self-illness were often complicated and did not consistently subscribe to this 
view.455 Maylea’s small Australian qualitative study on PADs came to the conclusion that ‘a 
flexible advance statements regime that responded to the needs of individuals making advance 
statements would be expected to both increase the uptake and the usefulness of the scheme.’456 

There may also be barriers to uptake, particularly in developing countries. In the Indian context, 
Sharad et al note that ‘poor literacy, limited access to information, insufficient knowledge 
regarding mental health, mental illness, treatment and management options, and lack of human 
resources’ may prove to be significant barriers.457 Even in developed countries, such as Australia, 
there is perceived to be a lack of knowledge amongst health care providers which may impede 
implementation.458 The ACT has gone some way to addressing this, in legally requiring clinicians 
to inform people with mental health conditions of the option to make a PAD.459 

In research conducted in Victoria with people with mental health conditions, family supporters 
and mental health care professionals (n=32) a preference was expressed by people with mental 
health conditions to have access to supported decision-making mechanisms such as advance 
directives (although the study did not indicate how many participants with mental health 
conditions agreed with this sentiment).460 This was echoed by some family supporters.461 

8.4.3 Nominated supporters/representatives

Nominated supporters/representatives have become a relatively common feature of 
contemporary mental health laws and are often explicitly considered to be a legal mechanism  
to promote supported decision-making.462 This is where a supporter is nominated by the person 
and given certain powers and responsibilities under legislation, such as receiving information 
about the person, supporting the person and representing their interests. Sometimes this 
nominated supporter role encompasses substitute decision-making as a last resort, as is 
the case in India.463 This role tends to be distinct from general legally recognised supporter 
roles under capacity based guardianship legislation (see Section 8.3.2 Appointment of legally 
recognised supporter  above). However, Roper notes that in the context of the Victorian legal 
framework, a nominated person’s ‘contributions can be ignored’.464
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8.4.4 Independent Patient Rights Advisors/Independent Advocates 

These are statutorily recognised roles in many mental health legal frameworks (eg Australian 
jurisdictions such as Victoria465 and Queensland,466 Scotland,467 and England468). Their role  
is predominantly advocacy, but as recognised by Stavert in the Scottish context: 

Access to independent advocacy services is acknowledged as a mechanism through  
which individuals with mental disorder, whether subject to compulsion under the Act  
or not, can be supported to make their own decisions.469

Their role generally includes communicating with mental health patients to ensure that they 
know their rights, but also extends to helping them to communicate their wishes to others and 
provide support in formal proceedings such as Tribunal hearings.470 Newbigging et al report that 
in England, uptake of Independent Mental Health Advocate (IMHA) services was variable and 
while users report satisfaction with positive experiences of advocacy this was not necessarily 
linked to ‘tangible impacts on care and treatment’.471

8.4.5 The Fusion model 
A further but controversial legal reform relevant to mental health laws is the proposal to do away 
with the demarcation between mental health laws and guardianship laws and to create a single 
scheme where the main threshold for mental health intervention would be a lack of capacity.472 
Capacity would be presumed and mental health treatment would be accessed on the same 
voluntary basis as for general health care. This is of particular relevance in jurisdictions outside 
of Australia where laws allow the involuntarily detention of people with mental health conditions 
in the absence of the need to satisfy any capacity test. This proposal has become known as  
the ‘fusion model’ and has been adopted in Northern Ireland’s recent reforms.473 However,  
as it is not directed to implementation of supported decision-making, this proposal is of limited 
relevance, other than arguably not being inconsistent with the CRPD despite the monitoring 
Committee’s declared opposition to it.474 

8.5 Critiques of legal supported  
decision-making mechanisms
A significant critique of some of these legally recognised forms of support has been made by 
American scholar Nina Kohn, who suggests that the proliferation of such legal reforms, at least 
in the US context where supported decision-making agreements have been the main feature  
of reforms, is counter- productive to the rights of persons with disabilities.475 The reforms (which 
are introduced state by state) largely create legally recognised supporters (see above at Section 
Appointment of legally recognised supporters) within State guardianship frameworks. She 
argues that the legal reforms of this type, ‘promotes a form of private family ordering that is 
antithetical to individual rights, consequently exposing individuals with disabilities to substantial 
risk of exploitation’.476 Part of the reason why Kohn believes there are risks of exploitation is the 
lack of safeguards contained in most US legislation. She suggests that the legal reforms have 
been galvanised by the confluence of interests of three groups:
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Family members of individuals with disabilities, who benefit from the new powers this 
legislative approach gives them; disability rights advocates, for whom its rejection of 
professionalized care resonates; and fiscal and social conservatives, who find it attractive 
because it both reduces public expenditure and embraces a conservative vision of the  
family as a private, supportive unit that should be protected from government influence.477

Others have also queried whether similar fiscal drivers might be at play in the Australian  
mental health context.478  

In relation to self-appointed support mechanisms, Carney notes that like other forward planning 
documents, there is likely to be ‘low and differential take-up around race, ethnicity, education 
and other variables’.479 Further practical issues identified in the literature regarding some legal 
mechanisms relate to the difficulty faced by legally recognised supporters in determining when 
someone’s decision-making ability has declined to the extent that supported decision-making 
(as characterised by legislation that relies on a capacity threshold) no longer works.480 For 
formalised support structures, including formally recognised supporters or microboards, there 
is a concern that some supporters will favour an approach that prioritises safety, minimises risk 
which can lead to substitute decision-making under the guise of supported decision-making.481

Conversely, Wildeman notes that under some legal mechanisms where decision-making 
authority remains with the person with a disability (for example, where a legally recognised 
supporter is appointed), there is also a lack of accountability for abuse or exploitation due  
to the ‘formal source of decision remain[ing] with the individual him or herself’.482 Support  
of this kind may also need to include effective oversight of supported decision-making 
arrangements by public bodies, such as Public Advocates.483

A further issue identified is the need for clear and easily understandable legal frameworks.  
In their review of legal frameworks of supported and substituted decision-making Davidson  
et al noted:

A central issue across the jurisdictions are the complexities of the legal frameworks. It could be 
argued that a number of laws using highly specialist language may be necessary to address 
the range and nature of the issues involved in mental health and mental capacity services. 
However, even if that is the case, it would seem especially important that laws in this area 
are clear and accessible. … [T]here would appear to be a central irony that laws intended 
to promote and protect autonomy are opaque and difficult for service users and carers to 
understand.484 

If legislated supported decision-making mechanisms are to be introduced, there is a risk of 
confusion as to how the different regimes will work or interact.485 Carney describes the confusion 
caused by the terminology in the Victorian legislation which adopts the terminology ‘supportive 
attorney’ and ‘supportive guardian’, encouraging people to incorrectly believe that they are 
substitute decision-makers.486 
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Many also note that legal reforms in and of themselves are unlikely to change everyday  
practice of support for people with disabilities: 

[w]ithout effective practice mechanisms to build and sustain personal networks and 
relationships, the core of supported decision-making will be absent regardless of the  
legal framework.487  

Legal reforms will often need to be accompanied by funding for community programs to 
implement the intent of legislation. Without long term programs, the intended benefits of 
legislation are unlikely to be realised for people with disabilities at whom reforms were aimed. 
The same is likely to be true of attempts to implement policy without funding. There are also 
concerns expressed that formalising support relationships in legal frameworks whereby legal 
duties are attached to the supporter role may ‘place the “bar” too high, deterring less formal 
involvement’488 and ‘risk diluting the perceived legitimacy of informal supporters’.489 

Whatever formal mechanisms are implemented, Australia as a federation will continue to face 
challenges with introducing consistent measures across the country (something also evident 
in Canada490), as guardianship and mental health legal frameworks lie within the power of 
the States and Territories.491 However, aims for consistency also need to be balanced against 
approaches that take into account particular local factors with wholesale transplanting of 
systems between jurisdictions without due consideration also likely to present problems.492
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9. Supported decision-making initiatives 
In this section we outline supported decision-making initiatives that have not already been 
captured above, as well as focusing on recent supported decision-making pilots. We exclude 
from this section pre-existing programs which have only recently recognised that their models 
are congruent with a supported decision-making paradigm, some of which are mentioned  
above (for example, the clubhouse model).

9.1 Informative Guidance
Various forms of guidance have been developed globally to educate and guide people about 
the concept and practice of supported decision-making. Many of these have been published 
(sometimes as grey literature) but have undergone no formal empirical assessment or 
evaluation. Examples of these types of guidance include:493

• The ASK ME approach has been developed as being suitable for health care decision-
making and other contexts. The acronym is based on steps for a model of supported 
decision-making that adopts collaborative principles: Assess (a person’s strengths and 
deficits); Simplify (the task and decision); Know (the person); Maximise the ability to 
understand; Enable (tailor the support).494

• The Mental Capacity Assessment Support Toolkit MCAST in the UK includes information 
relevant to supported decision-making, but in the context of capacity assessments.495 

• The PRACTICAL resources guide for lawyers produced as a tool for lawyers by the 
American Bar Association in conjunction with a number of organisations representing  
the aged and those with disabilities. The acronym stands for: Presume (guardianship  
is not needed); Reason (identify reasons for concern); Ask (if concern may be caused  
by temporary conditions); Community (can concerns be addressed in community);  
Team (does the person have a team to help make decisions); Identify (abilities or  
limitations in decision-making); Challenges (address challenges faced by identified  
supports/supporters; Appoint (a legal supporter or surrogate consistent with person’s  
values and preferences); Limit (any necessary guardianship order).496

• Provision of pro forma supported decision-maker agreements/information have  
been made available through some organisations, particularly in the US.497

• Guides for supporters and people with disabilities to determine who might provide support 
and how support should be provided.498

9.2 Tools for identification of support needs
Some tools were identified in the literature that were aimed at assessing the communication or 
support needs of individuals, rather than providing a framework for how to provide support to a 
person with disability. The CODEamb tool mentioned above (at Section Dementia (non-legal) 
supported decision-making initiatives) was one example of such a tool for people with dementia. 
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The other tool under this category is the Supported decision-making Inventory tool, which  
is part of a larger ongoing research program in the US. This tool, developed by Shogren et  
al, is based on a social-ecological approach to disability which understands disability as a 
‘mismatch between a person’s capacity and environmental demands’.499 The tool aims to 
assist people with disabilities and their supporters to ‘identify decision-making capacities, 
environmental demands for decision-making, and supports needed for decision-making’.  
This then allows planning teams who want to implement supported decision-making with  
people with disabilities a way to understand individual support needed for decision-making  
and select supports aligned with an individual’s ‘preferences, interests, values and needs’.500 
A pilot tool covered the areas of ‘personal factors inventory’, ‘environmental demands inventory’, 
and ‘decision-making autonomy inventory’ and was administered in an interview with a person 
with disability with support as necessary. This pilot tool was refined through testing with 153 
participants, predominantly people with intellectual disabilities (but included some with mental 
health conditions) and feedback from advocates.501 Ultimately it appears to provide an overview 
of areas where more support may be needed and aims to provide information to tailor individual 
supports for decision-making. 

9.3 Supported decision-making pilots – where information  
is limited 
We are aware of pilots and programs that are occurring globally, but some of these appear  
to be ongoing (with limited published results) and/or publications/reports are not available  
in English. Researchers connected with these pilots and programs were contacted by our 
research team in November 2021 and requested to complete a survey to collect more data about 
current supported decision-making pilots and program. The results of this survey are included with 
other data in the final report. Those that we are aware of through the literature include:

• Supported Decision-making and Community Life in Colombia, under Article 12 and 19  
of the Convention on the Rights of Persons with Disabilities – ‘The pilot aimed at building a 
personalized support system designed to contribute to capacity building for decision-making 
and the encouragement of independent living. This support system also sought to improve 
relationships with close relatives, the extended family and community’.502

• Support Networks for Decision-making and Community Life (Peru), ‘Its main goal was to 
promote decision-making support networks for people with intellectual and psychosocial 
disabilities in order ensure they could exercise of their rights to legal capacity and to live 
independently in the community. The pilot included 20 adult participants from Lima, 10  
with intellectual disabilities and 10 with psychosocial disabilities, as well as their respective 
family members and other community actors identified as potential supporters.’503 

• Persons with Disabilities, the exercise of their legal capacity and decision-making: 
implementation of supports in different contexts (Argentina) – ‘This project aimed to identify 
and critically analyze support systems for decision-making based on the daily experience  
of participants and was conducted with a participatory action research framework’.504
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• PADMACS study: a multi-phase Promoting Assisted Decision-making in Acute Care  
settings (PADMACs) study aimed at educating health care professionals in Ireland  
(see above at Section Dementia (non-legal) supported decision-making initiatives).  
This study appears to be ongoing.505

• PAD Saks Institute Pilot Program (Mental Health) – This project aims to ‘model and assess 
strategies to use PADs under the supported decision-making paradigm to improve the 
effectiveness of community mental health services’. This study appears to be ongoing.506

• Self-determined Decision-making Model – This research has developed a framework to 
support people with disabilities to learn about decision-making and problem-solving skills. 
Research is ongoing regarding the effectiveness of this.507

• NDIS Decision Support Pilot Program – This pilot – which is ongoing – targets NDIS 
participants who have limited decision-making capacity (due to brain injury or disability) 
and no existing relationships that provide informal supported decision-making. This pilot 
that assists those who need support accessing the NDIS appears to be led by different 
organisations in different states (eg Leadership Plus in Victoria; Brain Injury SA in  
South Australia).

• Skilled to Thrive: Support to make decisions that promote personal safety and prevent  
harm –  the UNSW Social Policy Research Centre for the NSW Council of Social Service,  
to conducted research with the Sydney Regional Aboriginal Corporation and the Multicultural 
Disability Advocacy Association of NSW interviewing people with disability and workers to 
develop a practice guide for workers supporting people with disability to make decisions 
about personal safety and wellbeing and preventing harm. Have produced a ‘Literature  
and Practice Review’ and the ‘Tree of Life’ practice guide.508

9.4 Supported decision-making pilots – with published 
results and/or evaluations 
In this section we have identified known supported decision-making pilots which have  
published evaluative findings or have publicly available evaluations in English. This section 
builds upon the findings from an earlier publication in 2017 which assessed Australian pilots 
from 2010-2015. We have used findings from that paper and built upon this, integrating new 
information found for this review. That research found that: 

[t]he pilots were small scale, conducted by both statutory and non-statutory bodies, and 
adopted similar designs centred on supporting a decision maker/supporter dyad. Primarily, 
participants were people with mild intellectual disability. Themes included: positive 
outcomes; uncertain boundaries of decision support; difficulty securing supporters; positive 
value of program staff and support to supporters; limited experience and low expectations; 
and varying value of written resources. The lack of depth and rigour of evaluations mean 
firm conclusions cannot be reached about program logics, costs or outcomes of the pilots. 



238 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

The pilots demonstrate feasibility or providing support for decision-making rather than  
resolving issues involved in delivering support. They suggest that some form of authority 
may facilitate the role of decision supporters, help to engage others in a person’s life,  
and integrate decision-making support across all life domains.509

This review has identified a further 12 pilots that have either taken place in Australia since  
2015 or have occurred internationally between 2011-2021 and have sufficient publicly  
available information to conduct an analysis (see Tables 2 and 3). 

Table 2 International pilots

International Pilots (2011-2021) Years

Bizchut pilot Israel (Israel)510 2014-2015

Next Step in Bulgaria (Bulgaria)511 2013-2014

ZELDA pilot (Latvia)512 2014-2016

QUIP pilot (Czechoslovakia)513 2009-2017

The Centre for Public Representation and Nonotuck Resource 
Associated pilot (Massachusetts)514 

2013-2016

The Virginia Supported Decision-Making Pilot Project (Virginia)515 2019

New York Intentional Supported Decision-making pilot (New York)516 2015-2021

Table 3 Australian pilots

Australian Pilots (2016-2021) Years

La Trobe ARC Linkage517 2016-2020

La Trobe TAC518 2019

La Trobe Queensland Public Trustee (Qld PT)519 2020-2021

NSW Public Guardian (NSW)520 2016-2017

Vic OPA & VALID (Vic)521 2015-2017

Adopting the same method from that 2017 publication, Tables 4 - 9 summarise details of  
these newly identified pilots. Table 10 and 11 reproduces the original tables from that 2017 
publication. Documents referred to in the analysis of the following seven programs are  
included in the endnotes.
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9.4.1 Pilot aims

Most of the pilots aimed to identify and implement a supported decision-making model for 
people with a form of cognitive disability. Five specifically mentioned an aim relating to proving 
that supported decision-making was an alternative to guardianship. Two pilots (Vic and Israel) 
aimed to match people with disability to a volunteer supporter who did not have a pre-existing 
relationship with the individual. Four pilots also aimed to recruit some people who were currently 
under guardianship or financial administration. The three connected La Trobe pilots aimed to 
assess the impact of training in the La Trobe Support for Decision-Making Practice Framework 
(discussed above at Section 5.1.3 La Trobe Support for Decision-making Practice Framework 
(‘La Trobe Framework’) on people who provide support to people with cognitive disabilities. 

9.4.2 Pilot design
Different models of supported decision-making are evident in the different program designs.  
In the projects which included decision-makers and supporters (eight out of twelve), the majority, 
relied on the decision-maker identifying their own supporter. The Czechoslovakia pilot used a 
social worker to assist decision-makers in mapping their existing support networks. The Israel 
and Vic pilots were the only ones which relied on volunteer supporters who were not known 
to the decision-maker. The New York pilot differed somewhat in that it adopted a facilitation 
approach where a volunteer facilitator worked intensively with a person with disability to create 
a supported decision-making agreement, in which a supporter is identified. The American pilots 
focussed more on creating supported decision-making agreements as part of the pilot (New 
York, Massachusetts) or had it as an option (Virginia). Two of the La Trobe pilots (TAC and  
Qld PT) focussed solely on supporters and the impact of training on them. 

9.4.3 Pilot methods
The majority of pilots adopted a similar approach which was to recruit decision-makers  
and have them self-identify a supporter (or supporters) from their pre-existing networks. 
Decision-makers and supporters then entered pilots as participants and one or both were 
provided with information, training and support in implementing supported decision-making  
in respect of some decisions in their lives (La Trobe ARC Linkage; NSW; Massachusetts; 
Virginia). The Latvia pilot took a hybrid approach, where existing supporters were relied upon  
plus employees of ZELDA, a community organisation. In the QUIP pilot in Czechoslovakia 
lawyers played a key role in presenting evidence of existing support networks to court, to  
avoid or revoke restrictions on legal capacity.

Some pilots only offered training and mentoring to supporters (La Trobe ARC Linkage,  
La Trobe Qld PT, La Trobe TAC, Latvia) while others focussed on supporting decision-makers 
to make supported decision-making agreements (New York). Others provided training and 
developed resources for volunteer supporters who had no pre-existing relationship with 
decision-makers (Israel and Vic) or facilitators under the facilitation approach adopted in  
the New York pilot. The Czechoslovakia pilot appeared not to offer any training, but support 
networks were mapped out according to the principles of person-centred planning.
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While not the focus of this analysis, it is noted that many pilots reported additional community/
professional education activities and creation of education resources. These were sometimes 
aimed at educating the family and friends of the decision-maker (Israel) but also more broadly 
amongst professionals or the community (see for example: New York, NSW, Virginia, La Trobe 
ARC, Vic). The NSW training had some similarities to programs in dementia (see above at 
Section Dementia (non-legal) supported decision-making initiatives) and its evaluation based  
on feedback data from a one day post-training seminar.

9.4.4 Resources
The information regarding resources used in the pilots varied significantly. Some pilots, such  
as the New York pilot, had significant resources invested in running the pilot. For example,  
the New York pilot, had full time and part time staff and paid mentors; and the Vic pilot have  
a project team consisting of four people across two organisations (although the percentage 
of time devoted to the project were unstated). The Vic pilot recommended that further support 
for decision-making programs would benefit from having a full time Program Coordinator, 
a Self-Advocate Facilitator at 0.5 FTE (to facilitate regular contact with participants) and an 
Administrative Officer at 0.8 FTE. In other pilots, the staff resources allocated were unstated. 
The Latvia pilot was resourced by a community organisation and the Czechoslovakia pilot  
by paid social workers and legal aid.

For the two pilots that utilised volunteer supporters, additional resources needed to be invested 
in identifying and recruiting suitable volunteers. For example, the Vic pilot detailed how volunteer 
recruitment had been achieved with promotional material, adverts and information sessions 
hosted to elicit interest in the volunteer roles. Out of 77 people who expressed interest in the 
role, 23 went on to complete the application and have references checked. 20 people were 
accepted as volunteers and completed induction training and 18 were eligible to be matched 
to participants. In total 15 volunteers were matched to 15 participants. That pilot found that 
volunteers needed a high level of supervision which involved informal contact, formal debriefing 
and written reporting, all of which have resource implications.

Also relevant to resourcing volunteer programs was the Israeli pilot’s conclusion that ‘supported 
decision making services should be remuneration-based rather than volunteer-based.’523  
The Latvia pilot concluded that most of the existing family support person (mothers) were  
very wedded to their existing practices which made it hard to propose new ways of thinking.

9.4.5 Nature of decision
For most pilots, a wide range of decisions (eg financial and personal) appeared to be within 
scope. As well as ‘everyday decisions’ some specifically tackled larger issues such as whether to 
pursue removal of guardianship or administration. In two Australian pilots (NSW, La Trobe Qld PT) 
supported decision-making in the context of financial decisions was the main focus of the pilots. 
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9.4.6 Participants
The participants in some pilot programs included the decision-maker with a cognitive 
disability and a supporter or supporters (La Trobe ARC; Virginia; Massachusetts, Latvia, 
Czechoslovakia)). Some projects only included the decision-maker as a participant (NSW, 
Israel, New York, Bulgaria, Vic), while others only included supporters (La Trobe TAC,  
La Trobe Qld PT). 

People with intellectual disabilities, ABI and mental health conditions were included in a  
number of projects (for details, see Table 4. Descriptive summaries of Australian supported 
decision-making pilot programs (2016-2021) and Tables 5 and 6 Descriptive summaries of 
international supported decision-making pilot programs (2011-2021). With the exception of  
the Massachusetts pilot, there were no people with dementia included in the pilot projects. 

The total number of participants varied significantly, with some pilot having very small numbers 
(La Trobe TAC: nine supporters; Massachusetts: nine decision-makers; Virginia: nine decision-
makers; Vic: 15 participants matched to 15 supporters) and some having larger numbers of 
participants (La Trobe Qld PT: 164 supporters; New York: sixty-nine decision-makers; Bulgaria: 
fifty-three decision-makers) although completion of survey instruments and/or follow up  
evaluation was normally only completed by a much smaller cohort. 

9.4.7 Pilot evaluation
Only three pilots had commissioned independent evaluations from professional organisations 
or universities (New York, Massachusetts, NSW). The two American evaluation reports were 
authored or co-authored by the same author (Elizabeth Pell). The New York evaluation came 
mid-way through the pilot and was targeted at answering a discrete number of questions rather 
than evaluating the pilot as a whole. The remaining pilots had produced final reports which 
contained some overall findings or evaluation of the project, although the level of detail and 
rigour in these reports varied significantly.524 Peer reviewed literature related to the models 
implemented in the pilots and results from the pilots were only available in English in relation  
to the ARC La Trobe pilot and the New York pilot (see above).

With the exception of the Bulgarian pilot and the three La Trobe pilots, there was little in the 
way of rigorous pre- and post-evaluation methods incorporated into designs. These four pilots 
used existing validated or specially designed quantitative survey tools pre- and post- the pilot 
intervention to establish whether significant changes were experienced by decision-makers  
and/or supporters. In the La Trobe pilots, this included tools to indicate whether practices  
more or less aligned with effective supported decision-making had increased or decreased 
following the training intervention.525 This was combined with multiple qualitative interviews  
over a period of 12-18 months in the La Trobe ARC pilot. While the Virginia pilot mentioned 
using the Supported Decision-making Inventory System (SDMIS), the results from use of  
this tool is unclear in the report. 
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In the other pilots there was a heavy reliance on qualitative interviews with varying numbers  
of participants from the pilots and/or reflections from the project team as to what appeared  
to work better or worse. Methods for qualitative analysis in the pilot reports were generally not 
described, but direct quotes were often relied upon and themes from the interview data (where 
used) were generally reported. In the Czechoslovakia pilot, success was measured by whether  
or not the decision-maker avoided legal restrictions on capacity.

9.4.8 Positive outcomes
Most pilots that included decision-makers as participants concluded that there had been a 
positive impact on the decision-maker. This was determined by quality of life measures in the 
Bulgarian pilot. However, in other pilots this was determined through qualitative interviews with 
decision-makers or reported observations from supporters or others around the decision-makers 
during the period of the pilot. Common outcomes reported for decision-makers were increased 
self-confidence (Massachusetts; New York); improvement in decision-making skills (Israel, 
Virginia, NSW); increased self-advocacy (Israel, New York, Virginia) and a feeling of being in 
control of their lives (Latvia). For a small number of decision-makers, there had been the removal 
of, or initiation for removal of a guardianship or administration order during the pilot (NSW, Israel, 
Czechoslovakia). Notably, in the La Trobe ARC pilot, parental decision supporters reflected on 
the positive impact that changes to their supported decision-making practice had on their sons  
or daughters, who showed increased participation in decision-making and increased confidence  
to express their preferences.526

Across the pilots, the impact on supporters who were participants in pilots was less pronounced 
than decision-makers. Some reported positive changes such as reducing supporter’s fears 
or resulting in positive changes in the decision-maker-supporter relationship. In contrast to 
most pilots, the findings from the La Trobe pilots indicated a significant impact on supporters’ 
confidence and abilities to implement effective supported decision-making in relation to the 
people that they supported. The La Trobe TAC and Qld PT pilots that worked with professional 
staff who have responsibilities in relation to clients financial and other matters, demonstrated 
a quantifiable shift in self-reported behaviour towards effective support practices. As did the 
parents of adults with intellectual disabilities in the ARC pilot. These changes were evidenced  
from the results of validated survey tools that were used pre and post intervention. These 
positive impacts are also demonstrated from the qualitative data reported in the La Trobe  
TAC and Qld PT final reports and ARC linkage publications.

9.4.9 Barriers and facilitators
A variety of factors were seen to be ‘facilitating’ the success of supported decision-making in the 
pilots. The role of staff who acted as mentors (to facilitators or to supporters or decision-makers) 
was generally viewed positively (Israel, New York, NSW). The Massachusetts pilot found having 
a formal supported decision-making agreement facilitated having multiple supporters working 
together to support decision-making. Having supported decision-making as an organisational 
priority and making training a requirement for most levels of staff at an institutional level had a 
positive impact in the Qld PT pilot. The availability of mentoring was valued by staff in the TAC 
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pilot, as assisting to apply steps and principles of the supported decision-making  
framework to their practice. Volunteer supporters in the Vic pilot benefited from guidelines  
that were developed for them regarding their ‘Scope of Practice’ and when to contact the  
project coordinator for guidance.

Significant difficulties were experienced in recruiting participants in some pilots. This was 
particularly evident in the New York pilot, the NSW pilot, the Vic pilot and for the ABI cohort 
of the La Trobe ARC. There were also difficulties in recruiting and retaining volunteers in the 
position of facilitators in New York, and the Israel pilot notes that three volunteer supporters 
dropped out of the training out of a group of fourteen while 2 withdrew from a group of 20 
volunteer supporters following induction training. 

The Vic pilot noted that some people with a disability who may need decision support are  
in crisis ‘eg seeking emergency accommodation’ and while supported decision-making is 
needed, ‘they are not in [a] position to be able to establish a new relationship in their life’.  
It also found that that some individuals who have ‘complicated lives involving conflict’ or  
who needed professional advocacy were not successfully matched to a volunteer. It is  
possible that volunteer schemes may, when in place, reach a proportion of those who  
do not have pre-existing supporter relationships, but may not be suitable for everyone. 

The Latvia pilot found that developing supported decision-making demands hard work from  
the broader community to reduce stigma, mobilise the community and develop services and  
also that building a trusting relationship between the decision-maker and a ZELDA employee  
took some time. The Czechoslovakia pilot noted that some decision-makers were not  
supported by families who disapproved of their efforts, and many of the decision-makers  
found court proceedings very stressful.

Other barriers are noted in Table 7 Evaluations of Australian supported decision-making  
pilot programs (2016-2021) and Tables 8 and 9 Evaluations of international supported  
decision-making pilot programs (2011-2021).

9.4.10 Discussion of pilots 
Since 2011 internationally, and since 2016 domestically, we located 12 supported decision-making 
pilot projects. This is in addition to those identified above (at Section Supported decision-making 
pilots – where information is limited) where published information is not available in English. While 
previous pilots (reported in Bigby et al527) centred on similar models of decision-maker supporter 
dyads, these newly identified pilots demonstrate more variability in the models of supported 
decision-making adopted. There are also more sophisticated analyses being undertaken, as 
evident from the Bulgarian cost-benefit analysis, which attempts to answer the question of 
whether supported decision-making can result in societal cost savings; and the La Trobe  
pilots which are creating a significant evidence base that demonstrates that training can have  
a measurable impact on supporters’ confidence and strategies adopted when providing supported 
decision-making – whether in a professional or informal context. However, for most evaluations, 
the conclusion drawn in relation to prior pilots is still largely applicable: the ‘lack of depth and 
rigour of evaluations mean firm conclusions cannot be reached about program logics, costs  
or outcomes of the pilots.’528 
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Also evident is a more explicit consideration of whether supported decision-making is a viable 
alternative to guardianship or financial administration orders, with pilots in America, Israel, 
Czechoslovakia and NSW examining this, and more pilots seeking to recruit participants  
who have guardianship or financial administration orders in place. Although evidence of  
this from the pilots remains scant given the low numbers of relevant participants. 

The vast majority reported positive outcomes for decision-makers who participated in pilots. In 
some cases, the impact in improving quality of life for these decision-makers was quantifiable 
due to use of validated Quality of Life survey tools (Israel). Program staff who provided mentoring 
or other supports were often viewed as an important facilitating factor in the success of pilots. 
This has implications for the cost of funding these types of programs on ongoing basis and will 
need to be considered if the practice is expected to continue beyond the life of funded pilots.

While a reliance still remained on participants self-selecting a supporter in most pilots, the  
Israel, Latvia and Vic model of using trained volunteer supporters with some reported success  
is important. If supported decision-making is to be made available to those people who need  
and want it, there needs to be the option of choosing someone whom they already know or having 
the alternative of finding and getting to know someone who will act in that role. This is necessary  
if the significant concern raised in the literature (see below at Section 10. Problems and the 
need for safeguards) about people with disabilities who have no pre-existing supports is to be 
addressed. The Israeli and Latvia pilots recognised the need for trust to be built between proposed 
volunteer supporters and decision-makers in order for effective support to be provided. The Israeli 
pilot noted a number of ‘practical tools’ for enabling this to occur, including: meeting the person 
at a location meaningful to them; developing clear and open communication based on respect 
honesty and non-judgement; meeting with the decision-maker’s confidants or those who play a 
significant role in their life; building relationships through shared activities; and the supporter being 
prepared to learn from the person and ‘welcome mutual exposure’.529 Similarly, the Vic pilot noted 
that it took ‘considerable effort to identify and engage with isolated participants’ and their pilot 
utilised a ‘structured process’ of matching participants and volunteers based on factors such  
as personal preferences (age, gender, location etc), interests, level of support required/willing  
to be provided, personality type and availability. It also suggested that targeted volunteer 
recruitment in response to the particular needs of decision-makers may be more effective. 

While peer reviewed outcomes from the nine pilots remain limited, collectively there is an 
increasing evidence base that enables claims to be made about the effectiveness of supported 
decision-making on the lives of people with disabilities. 

In considering these pilots, we should also take account of the local context in which they  
were run. As noted by Mahomed et al in their review of current programs and research:

…supported decision-making regimes need to be contextually relevant, recognizing the 
significance of local resource availability and cultural norms that may have a bearing on 
relationships and relational autonomy… further efforts [are needed] towards innovation  
and development of contextually relevant models, rather than wholesale importation of 
existing approaches.530

It can be challenging to compare models and results between jurisdictions where cultures, 
service systems and legal frameworks significantly differ.
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10. Problems and the need for safeguards
The critiques of formalising supported decision-making within legal frameworks have been 
discussed above (at Section Critiques of legal supported decision-making mechanisms). Here,  
a number of potential problems with supported decision-making generally are considered, 
leading to a discussion of the safeguards needed in practice. 

10.1 Problems identified with supported decision-making
A common issue identified in the literature is the possibility of manipulation, undue influence  
or de facto substitute decision-making by people acting as supporters.531 The CRPD Committee 
noted that undue influence may be present where interaction between supporters and the 
person being supported ‘includes signs of fear, aggression, threat, deception or manipulation’.532 
As noted by Kohn: 

One of the primary worries, even for those advocating supported decision-making, is  
the potential for coercion or other inappropriate influence by a representative or supporter. 
Exploitation and abuse certainly occur in guardianship contexts (although it is unclear how 
frequently), and supported decision-making arrangements create new opportunities for 
abuse. Indeed, when we turn to more informal arrangements such as supported decision-
making, which may occur in private and with less accountability, the potential for financial  
or other abuse likely increases.533

Kohn and Blumenthal also write that without more evidence it may be that informal supported 
decision-making actually disempowers adults by allowing undue influence. They contrast 
this with guardianship in the US, which has more accountability.534 Scholten et al also suggest 
that in medical decisions undue influence is likely to be a greater issue under supported 
decision-making arrangements than in substitute decision-making arrangements due to the 
‘untransparent and potentially unfair distribution of responsibility’. They argue that the checks  
and balances that are normally present when substitute decisions are made are absent in  
a regime where decision-making authority purportedly remains with the individual.535

Nedlund, describing supported decision-making for people with dementia in Sweden, notes  
that it is unregulated and because of that, the right to self-determination actually risks being 
over-ridden. In an unregulated environment this problem remains hidden, and there may be 
‘grey’ areas where family and professionals exercise their discretion unchecked.536 Indeed,  
as noted by Flavin, for a person experiencing dementia, undue influence and paternalism  
are often presented as compassion or support, when in reality the ‘supporter’ is dictating  
what a person must do and when.537 

In addition, formalised supported decision-making arrangements also raise concerns. 
Suggestions have been made that, even if made available, self-appointed supporter 
mechanisms may not be well used. There are concerns about low levels of interest and 
‘differential take-up’ due to factors such as ethnicity and levels of education.538 The very nature 
of a private, self-executed supported decision-making agreement, often implemented in family 
settings, mean that it may serve to ‘insulate’ such relationships from scrutiny and ‘magnify the 
risks of their deliberate abuse’.539
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There is also the suggestion that supported decision-making arrangements – whether formal or 
informal – may have a ‘net widening’ effect.540 A proliferation of suggested or implemented legal 
reforms, may result in more adults being subject to regulation and scrutiny than under existing 
guardianship regimes.541 In informal as well as formal spheres, supported decision-making may 
expand expectations ‘that control or authority over fundamental personal decisions be shared  
with family members or others’.542

There has also been some concern expressed, particularly in the mental health context, that 
implementing supported decision-making may lead to the withdrawal of other supports that people  
may need or benefit from. Mattsson et al discuss similar problems in the Swedish system where 
no one has legal power to make decisions other than the adult. As a consequence, some adults 
with cognitive disabilities may not get supports to which they are entitled.543 Australian research 
has found that people with mental health conditions and family supporters also articulate this 
concern with Brophy et al noting that there are: ‘…fears that increased emphasis on SDM  
would result in reducing the number of people on [Community Treatment Orders], which could 
lead to consumers being subsequently abandoned by service providers.’544

While some supported decision-making pilots have sought to train volunteers to act as supporters, 
the lack of viable options for people with disabilities who have no existing network of family and 
friends upon which to draw remains a significant problem.545 An issue of inequity arises here, 
as well-resourced individuals with strong social networks may benefit from supported decision-
making, while those without networks will miss out.546 This may be a particular problem  
in residential aged care facilities or group homes for people with intellectual disabilities where  
social isolation has been exacerbated since the COVID19 pandemic.547

Other issues relate to barriers to implementation of supported decision-making practices.  
There is a clear need for training of potential supporters in the service system contexts  
identified above (at Section 7. Service system contexts of supported decision-making)  
as well as in other sectors such as banking.548 In addition, education and training for  
informal supporters is needed.549 However, this will only occur with appropriate funding  
for such initiatives, which is rarely acknowledged by governments or made available.550

10.2 Safeguards
The need for safeguards against abuse in supported decision-making is explicit in  
article 12(4) CRPD. As noted by Snelling and Douglas: 

The design of these safeguards raises procedural issues, regarding how to provide 
appropriate oversight and protection, and substantive issues, such as determining when  
a support person’s influence becomes “undue”, and what constitutes exploitation.551

Various types of safeguards have been suggested both within and outside formal legal frameworks.
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10.2.1 Safeguards in legislation

Most safeguards identified in the literature focus on imposing responsibilities, control and 
oversight on the supporter role,552 recognising that supporters and people being supported  
are often in unequal relationships. However, as noted by Bartlett: ‘how it is to be done is  
at best unclear, without the development of a system that is both unwieldy and intrusive’.553  
In some jurisdictions, including US States and Ireland, restrictions have been placed on who  
can act as a legally recognised supporter.554 This purported safeguard attempts to decrease  
the risk of exploitation or manipulation of decision-makers by supporters. For example:

Some states, like Delaware, Alaska, the District of Columbia, and Rhode Island, restrict 
who may serve as a supporter. This includes employers/employees, anyone against whom 
the decision-maker has a restraining order, and individuals directly providing paid support 
services to the decision-maker.’555

Strategies have also included making explicit in legislation the duties on supporters to, for 
example, refrain from undue influence;556 or expressly making the supporter relationship one 
which comes with fiduciary duties.557 This can also involve the need to submit periodic reports 
to a government body with oversight responsibilities of supporters (as is the case in Ireland).558 
Another legislative safeguard is to provide access to both periodic and on-request court or 
tribunal review of support arrangements. The importance of this has been highlighted in the 
context of the Argentinian reforms, together with the importance of the supported person’s  
right to be heard on their own, or with support.559 An interesting innovation that places the  
issue of safeguards in the hands of the person with a disability exists in Peru, where people  
can nominate their own safeguards including reporting, audits, periodic supervision, interview 
and information requests.560

A safeguard in the British Columbia supported decision-making framework is the ability to 
appoint a monitor – a person who can oversee the supported decision-making relationship.561 
The potential for reliance on a larger group of people to ensure appropriate conduct has  
been raised in various contexts562 and may be a useful mechanism that can be implemented 
informally (see below at Section Non-legal safeguards). 

The establishment of formal registers of support agreements563 or dedicated agencies  
or government bodies to assist in oversight of supported decision-making have also been 
suggested.564 For example in Ireland, any person can report an assistant, co-decision-maker  
or representative to the Decision Support Service if they think they are acting inappropriately. 
The Decision Support Service has power to investigate the complaint and apply to the court  
for a determination on the matter.565

Other suggested legal safeguards seek to be more facilitative, with suggestions that education 
and supervision of supporters should be included in formal frameworks.566 In a similar vein, 
Sinclair et al suggest that supporters need assistance and education and existing advocacy 
services need increasing.567
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Beyond duties imposed directly by legislation, legal frameworks may establish regulatory 
systems of standards which may more readily recognise aspects of supported decision-making 
within particular sectors. One example is the Aged Care Quality Standards framework in which 
Standard 1 (Consumer dignity and choice) recognises that: ‘consumers who need support to 
make decisions are expected to be provided with access to the support they need to make, 
communicate and take part in decisions that affect their lives’.568 

10.2.2 Non-legal safeguards

There is a recognised need for safeguards in the space of informal supported decision-making. 
In this ‘private’ space concerns arise with respect to inappropriate and unaccountable actions  
by purported supporters. 

As already mentioned, one suggested safeguard relies on a group of supporters, or a person 
who is not a supporter but has oversight of supporter activities, ensuring that everyone acts 
appropriately.569 Carney has suggested that legislation may not be required and such circles  
can be:

… overseen simply by the advocacy, service protocols, health and welfare professional 
standards and other processes of the myriad of informal community, self-help,  
non-government and government human services agencies570

However, as he and many others recognise, informal supporters need access to information  
and training to provide effective support. Bigby et al have conceptualised their training for 
supporters (whether informal or not) as being underpinned by the principle of ‘reflection  
and review’.571 Training on this aspect relies on self-reflection by supporters on the 
appropriateness of their support practices:

Supporters need to employ a self-questioning strategy, applying self-checks and balances  
to each decision situation, and remain vigilant to points where they are particularly 
vulnerable to providing biased, value-laden or constrained support… [S]upporters should be 
open to review by others, able to articular their reasoning processes, describe observations, 
experience and knowledge they have used to inform their support and track this through to  
the point of decision.572

The ‘accountability’ that comes from having a process to guide decision-making and principles 
to govern the process was commented on in the context of the Qld PT pilot. There Qld PT staff 
act in the role of substitute decision-makers for financial decisions of their clients. However, 
recent legal change requires supported decision-making to be attempted before any substitute 
decision are made on behalf of clients. The qualitative data from that pilot revealed that 
having to document decision-making processes against the framework helped make decisions 
accountable and could be used to ‘check’ whether there might be a less restrictive approach.573  
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The knowledge that third parties may hold supporters accountable, that is, require supporters  
to explain processes of support and how decisions were made may also help to create a culture 
of accountability. In Bigby et al’s study, the authors suggest that such external monitoring, which 
could help to reinforce effective supported decision-making, is largely absent from Australian 
service systems such as the NDIS.574

The pilots discussed above (at Section Supported decision-making pilots – with published 
results and/or evaluations) also demonstrated the value that supporters placed in paid staff 
who offered mentoring sessions or were available to discuss issues they faced in their role 
as supporters to a person with a cognitive disability. Given the complexity of the relationship 
between the supported person and the supporter, these types of internal and external checks  
on support practices may ensure that support provided to an individual stays within the realms 
of what is considered acceptable. 

There is also a need to recognise that decisions about safeguards from abuse and neglect 
in a person’s life need to involve the person to whom the safeguards are intended to apply.575 
Ottman’s Australian qualitative study with 12 adults with mild intellectual disabilities found  
that participants in that study were able to identify potential risks and safety issues and discuss 
measures that could be employed to keep them or someone else safe. Their responses were 
grounded in their own lived experience and participants were found to strategically use support 
workers or informal carers in their decision-making process. They conclude that: ‘it would 
appear that trusted relationships should form an integral part of a co-created and individualised 
approach to safeguarding.’576
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11. How does supported decision-making 
reduce the risk of violence, abuse, neglect 
and exploitation?
The current literature does not provide clear answers to the question of whether and how 
supported decision-making may reduce the risk of violence, abuse, neglect and exploitation  
of people with disabilities. At its most simplistic, it is argued that supported decision-making 
offers a way to safeguard against abuse, neglect, exploitation and conflicts of interest that  
may be present when substitute decision-making occurs.577 For example, in the context of 
mental health, if supported decision-making replaces or lessens the reliance on involuntary 
treatment – including forced medication, solitary confinement or chemical, physical or 
mechanical restraint – then it may reduce the risk of these interventions. Brophy et al,  
cautiously suggest that supported decision-making in Victoria may contribute to:

reducing the use of CTOs, encouraging less use of coercive practices, and improving  
the experience of people who are subject to these orders through greater respect for  
their view and preferences.578

Another suggestion is that enhancing individual control, making relevant information available 
and providing more autonomy to individuals, can lead to people with disabilities being less 
susceptible to forms of abuse. This was the conclusion drawn from research conducted with 
people with intellectual disabilities in relation to financial abuse.579

One situation which has raised practice concerns in the context of dementia, has been the use 
of restraints. Allen and Tulich argue that embedding supported decision-making in practice and 
in legal frameworks may create an environment which foregoes the need for restraint decisions 
to be made for people with dementia.580

Another potential way in which supported decision-making may guard against risks of violence, 
abuse and exploitation is, is through having a group or network of supporters around an individual. 
As noted above (at Section Microboards (and other incorporated networks)), such a group of 
supporters may guard against the risk of individual or primary supporters acting inappropriately.  
In addition, the presence of multiple supporters who share a trusted relationship with the 
individual, provides multiple avenues for intervention, help-seeking and sharing of confidences. 
The very fact of having multiple supporters means that the individual should be less socially 
isolated and less likely to be preyed upon by those who may inflict abuse. 

In addition, the literature does demonstrate that increased participation in decision-making 
is associated with increased wellbeing of the decision-maker.581 It may therefore follow that 
supported decision-making is beneficial and, by extrapolation, may counter risks associated  
with neglect and exploitation. However, there is limited evidence to support such claims. 
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While there is little evidence about the extent to which supported decision-making reduces the  
need for formal substitute decision-making appointments, it is possible that where it is successfully 
applied, this will reduce the need for formal appointments. Some pilots (discussed at Section 
Supported decision-making pilots – with published results and/or evaluations) have begun 
to examine if supported decision-making is a viable alternative for legal appointments which 
formally remove the decision-making rights of people with disabilities. Preventing the removal 
of decision-making rights from people with disabilities will reduce the risk of exploitation that 
accompanies having a substitute decision-maker formally appointed to make decisions on 
behalf of a person.  

Supported decision-making has also been flagged as a mechanism for potentially helping  
to address elder abuse,582 a particular concern for people with dementia and older people  
with disabilities. This was noted in the 2017 ALRC Report on elder abuse.583 However, as  
noted by Strickland et al in their 2021 integrative review, gaps in the strength of the evidence  
on the effectiveness of supported decision-making in older people experiencing abuse mean  
that no conclusive advice can be provided at this stage regarding whether supported  
decision-making can assist people experiencing elder abuse.584
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12. Concluding comments
The literature on supported decision-making is a large and growing body of work. This review 
has shown that supported decision-making is a promising mechanism to support the realisation 
of rights by people with cognitive disabilities. It underpins self-determination and autonomy 
which are key domains for quality of life, and exercise of rights, which are in turn fundamental 
safeguards against violence, abuse, neglect and exploitation. 

However, it also identified significant gaps in the literature in the context of certain Australian 
communities and supported decision-making – First Nations peoples with disabilities; people 
with disabilities from culturally and linguistically diverse communities; and people who are 
LGBTIQ and have disabilities. 

Pilot programs continue to innovate, implementing different models to enable or improve 
supported decision-making for people with disabilities. Gaining more empirical evidence  
about the connections between the quality of life, and exercise of rights will be possible  
when supported decision-making programs are more firmly embedded in legislative and  
service system frameworks and reach a broader range of people over a longer period than  
the current pilots have done.
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Introduction
This appendix presents a table of recent initiatives and programs in Australia aimed at 
enhancing supported decision-making and the objectives of Article 12. Information about  
these programs was collected through an online questionnaire, which was sent by email  
through the research team’s Australian and international professional networks. The 
questionnaire asked respondents to list and briefly describe initiatives they are aware of in 
recent years, with a focus on the last 5 years. The questionnaire asked about initiatives both  
in Australia and internationally, however because of limited coverage of international initiatives, 
the table is exclusively focused on Australia. Beyond survey responses, additional information 
was collected through online desktop research. Initiatives that were not mentioned by survey 
respondents but identified through our literature review (Appendix A to the Report), were also 
included in the table. Where a publicly available evaluation or peer-reviewed article on an 
initiative was identified, a link or reference to the report is included in the table. Although the 
table does not comprehensively cover all supported decision-making initiatives in Australia  
in recent years, it offers a useful broad overview of relevant activity in the sector. 
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https://ddwa.org.au/online-course-directory/supported-decision-making-course/
https://ddwa.org.au/online-course-directory/supported-decision-making-course/
https://ddwa.org.au/online-course-directory/supported-decision-making-course/
https://agedcare.royalcommission.gov.au/system/files/2020-06/RCD.9999.0033.0205.pdf
https://agedcare.royalcommission.gov.au/system/files/2020-06/RCD.9999.0033.0205.pdf
https://agedcare.royalcommission.gov.au/system/files/2020-06/RCD.9999.0033.0205.pdf
https://agedcare.royalcommission.gov.au/system/files/2020-06/RCD.9999.0033.0205.pdf
https://www.inclusionaustralia.org.au/registration-for-the-make-decisions-real-pilot-training-workshops-is-now-open/
https://www.inclusionaustralia.org.au/registration-for-the-make-decisions-real-pilot-training-workshops-is-now-open/
https://www.inclusionaustralia.org.au/registration-for-the-make-decisions-real-pilot-training-workshops-is-now-open/
https://www.inclusionaustralia.org.au/registration-for-the-make-decisions-real-pilot-training-workshops-is-now-open/
https://www.inclusionaustralia.org.au/registration-for-the-make-decisions-real-pilot-training-workshops-is-now-open/
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https://mamre.org.au/decision-making-possibilities-project/
https://mamre.org.au/decision-making-possibilities-project/
https://mamre.org.au/decision-making-possibilities-project/
https://sacid.org.au/wp-content/uploads/2021/07/SACID-Annual-Report-2020-2021.pdf
https://sacid.org.au/wp-content/uploads/2021/07/SACID-Annual-Report-2020-2021.pdf
https://sacid.org.au/wp-content/uploads/2021/07/SACID-Annual-Report-2020-2021.pdf
https://sacid.org.au/wp-content/uploads/2021/07/SACID-Annual-Report-2020-2021.pdf
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Survey results on initiatives outside Australia yielded a smaller but more diverse set of 
initiatives, including:

• Programs delivering direct support for decision making (eg. support for will preparation in 
Birmingham, UK; Center for Public Representation and Nonotuck pilot in Massachusetts; the 
Bulgarian ‘Next Step’ program; and a Japanese decision support team facilitation program)

• Online resources for supporters (eg. Supported Decision Making Handbook For Parents 
and guide on decision making support for people using alternative communication, both 
from California; Webinar on ‘Assuring Better Communication for Deciding Together’ from 
Washington DC;

• SDM online resource libraries (US National Resource Center on Supported Decision Making 
and the American Civil Liberties Union’s Supported Decision Making Resource Library, both 
New York based)

• Research projects (eg Supported decision making experiences, approaches and 
preferences study from Belfast).

https://www.hsri.org/files/uploads/publications/SDM_Pilot_Evaluation_Year_2_Report_HSRI_2016_FINAL.pdf
http://bcnl.org/en/analyses/sufficiency-of-law-defficiency-of-rights-sofia-2015.html
https://sdm-japan.net/reports/
file:///C:\Users\ivizel\Downloads\Ref%20969-21%20Postdoctoral%20Research%20Fellow%20in%20Urban%20Geographies%20of%20Care%20-%20Package%20-%20Part%201.zip
https://odpc.ucsf.edu/advocacy/supported-health-care-decision-making/partners-in-health-implementing-supported-healthcare
https://communicationfirst.org/guardianships-for-aac-users/
http://www.supporteddecisionmaking.org/
https://www.aclu.org/other/supported-decision-making-resource-library?redirect=supported-decision-making-resource-library
https://pure.qub.ac.uk/en/publications/supported-decision-making-experiences-approaches-and-preferences
https://pure.qub.ac.uk/en/publications/supported-decision-making-experiences-approaches-and-preferences
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Appendix C 

Perspectives of Supported Decision 
Making from Self Advocates,  
Supporters and Advocates

Christine Bigby, Craig Sinclair, Julia Duffy, Ilan Wiesel, 
Terry Carney, Shih-Ning Then and Jacinta Douglas.
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1. Introduction and Aims 
This study is about the perspectives of supported decision-making held by those involved in  
it. It forms part of a research project commissioned by the Disability Royal Commission that 
aimed to articulate the significance of supported decision-making to the lives of people with 
disability, and the principles, elements and ways of implementing best practice supported 
decision-making frameworks in Australia. The focus was people with cognitive disabilities  
who might be supported to make some or all decisions about their own lives, whether their  
need for support was lifelong, episodic, or increased significantly during adulthood or later life. 

The study crossed usual boundaries, including both the aged care and disability sectors  
and the diversity of people with cognitive disability, their supporters and advocates involved 
in supported decision-making. It explored the perspectives of people with lived experience of 
cognitive disability, family members and representatives of advocacy organisations, service 
providers, and professionals about the benefits of supported decision-making, its elements  
and implementation issues. 
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2. Method
We used qualitative methods in the form of focus groups and interviews to collect data and 
grounded theory methods to analyse the data.1 Ethical approval for the conduct of the research 
was given by the Human Ethics Committee of La Trobe University. 

Participants were recruited through invitations posted on social media or circulated among 
the networks of the research team members and the extensive mailing list of the Living with 
Disability Research Centre, at La Trobe University. Table 1 summarises the way we categorised 
the 79 participants who took part in a focus group or individual interview. Participants with lived 
experience of cognitive disability were categorised as self-advocates and included people with 
intellectual disabilities, dementia and acquired brain injury and mental health issues. Advocates 
were categorised by the focus of their organisation. Importantly, however, the categorisations in 
Table 1 are only indicative as many participants had multiple identities that included more than 
one category. For example, some identified as advocates or professionals as well as family 
members, as well as having lived experience of cognitive disability. 

Table 1 . Summary of participants

Focus Groups Interviews Total no. of 
people

Self-advocates 4 - 21

Family members or carers of 
people with cognitive disability 

4 5 19

Advocates cross disability and 
aged care (generic)

- 3 3

Advocates-disability 3 1 9

Advocates-aged care 2 - 6

Advocates-carers - 1 1

Service providers 2 2 6

Professionals 2 - 14

Total 17 12 79



380 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

The study was conducted during the COVID19 pandemic at a time when travel restrictions, health 
concerns and consequent staff shortages were taking a severe toll on the capacity of staff in all 
community and health services. Understandably, this impacted on recruitment of participants and 
meant that some groups were underrepresented, particularly minority groups such as those from 
First Nations or people from culturally and linguistically diverse backgrounds. 

The fieldwork was conducted in November and December 2021 and February 2022 using 
digital platforms such as zoom or teams due to restrictions on travel and face to face contact 
as a result of the COVID 19 pandemic. The first author and two other members of the team 
conducted the fieldwork. Focus groups and interviews lasted between 30 to 90 minutes. A semi 
structured schedule of questions was used to guide discussion. Topics included: understandings 
of supported decision-making, its benefits and essential components; differences and similarities 
among disability or cultural groups and contexts of supported decision-making; preferred models 
of supported decision making; differences between formal and informal supporters; the types 
of standards and quality assurance strategies needed; safeguarding and regulation; barriers 
to implementing supported decision-making; where responsibility and funding should lie for 
supported decision-making, and differences between advocacy and supported decision-making. 
The schedule was adapted in focus groups with people who had lived experience of cognitive 
disability to include a focus on participants’ experiences of being supported to make decisions. 

All the focus groups and interviews were recorded digitally and transcribed verbatim  
with the exception of one where the recording failed. In this case notes were compiled  
immediately afterwards.

All the transcripts were read several times by two members of the team. The initial coding 
was by topic and captured eight key topics. Transcripts were then reread, summarised and 
inductively coded within each topic area to capture emergent categories and sub-categories. 
Constant comparative methods were used to develop and refine these codes across all 
transcripts and assist in collapsing codes into broader categories.2 The transcripts and 
summaries were loaded into NVivo software and the code and query functions used for  
the processes of coding and refinement of codes. The first author led the analysis, which  
was progressively shared and refined with other team members. It was further refined in 
consultation with a focus group of members of the Supported Decision-Making Network. 
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3. Findings
The findings are organised under the main topic areas and the sub-categories of each  
of these: 1) supported decision-making – a contested concept, 2) furthering the exercise of  
rights - perceived value of supported decision-making, 3) diverse traditions of decision support, 
4) elements of a supported Decision-making Framework, 5) supported decision-making and 
advocacy – supporting a decision or addressing issues, 6) implementing supported decision-
making – obstacles, 7) facilitators of supported decision-making. Extracts from the transcripts 
provide evidence to support each sub-category. 

3.1 Supported decision-making – a contested concept 
Three different ways of understanding supported decision-making and its relationships to  
other forms of decision support were evident in the data. As one respondent said there is: 

a lack of clarity about difference between substitute decision-making and supported 
decision-making. A lack of consistency with supported Decision-making even in Australia 
between state legislation (advocate-aged care)

3.1.1 Supported decision-making as the binary opposite of 
substitute decision-making 

Many saw supported decision-making as the binary opposite of substitute decision-making. From 
this perspective supported decision-making meant the person retained control of their decision, 
actively participated in making it and was supported to do so. Self-advocate participants talked 
about this perspective from their own supported decision-making experiences. 

Supported decision-making means you’re in control of your decisions but still getting support 
while doing it. (self-advocate)

Supported decision-making is about looking forward ...about how do you navigate your next 
step…(self-advocate)

Supported decision-making was distinguished from substitute decision-making by active 
participation in the process of decision-making, irrespective of whether an interpretation  
of the person’s will and preferences was the centre of a decision made. This was very much 
a ‘common-sense’ or normative interpretation of supported decision-making, where support 
assisted the person to understand and explore information, options, and the implications 
of decisions and the person clearly made the decision themselves. Understood in this way 
supported decision-making had clear limits to whom or to which decisions it was applied. 
Respondents found it particularly difficult to apply this way of thinking about supported  
decision-making to people with more severe cognitive impairments, as even with support  
they would be unlikely to understand the choices or implications of most decisions. 
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Some people will always need a substitute decision made – to pretend that a substitute  
is a supporter could lead to abuse (advocate-disability)

For someone who has a profound cognitive disability – is the supporter ‘making substitute 
decisions in essence? I think they probably would be, in which case, we would need to 
recognise them as a substitute decision-maker, not as a supporter (advocate-generic)

...when do you need to take over when someone clearly has not got capacity at that point. 
This needs to be part of practice/program design (advocate-disability) 

As the quotes illustrate, implicitly this perspective was underpinned by ideas about capacity. 
This meant supported decision-making would be limited to those who, with support could reach 
a notional capacity benchmark for making an informed decision. Where that benchmark was set 
and where the line around supported decision-making was drawn was however, by no means 
clear cut. It was thought to differ not only for each person but also for each decision a person 
might be involved in.

…need to assess level of support they require to make that decision-. Depends on the 
nature and complexity of the decision. (advocate-carers)

…someone living with dementia their cognition, and their other needs, will change over time, 
and so the supported decision-making process will necessarily change along with that, and 
it may well be, at the end, that supported decision-making is not possible…When is it not 
possible? Million dollar question – no clear answer. (advocate-aged care)

For people with increasing support needs, earlier supported decision-making practice was seen 
as leaving an important legacy of knowing the person and their preferences that could inform 
any future substitute decisions. As one of the advocates said: 

But even when you need to make decisions ‘for’ someone at that late stage, there has 
already been established the foundation of knowing that person’s decision-making 
preferences through having worked with them for a period of time. (advocate -generic)

3.1.2 Supported decision-making as part of a continuum of 
decision-making support

Rather than a dichotomy of supported or substitute decision-making, the most common way 
of understanding supported decision-making was as part of a continuum of decision-making 
support. From this perspective the role of supporters and type of support might intensify or 
change as support needs, or the type of decision changed. As respondents said, 

this is the continuum decision-making kind of argument, it’s just the most supported  
form of decision-making as opposed to the least. (advocate-generic)
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...you might be able to make a decision about one thing, but not another, or maybe you  
can on that day but not another. You know, put it in a supportive environment where it’s  
well explained to you, you can clearly articulate preferences but not if you’re in a crowded 
busy room, or you’re tired or unwell. (advocate-aged care) 

There was a sense that little attention had been given to those with most severe cognitive 
impairments who did not use words or concepts to communicate but whose behaviour, actions 
or demeanour might be interpreted to demonstrate preferences. Respondents felt strongly that 
this group should not be excluded from the benefits of supported decision-making. This meant 
thinking differently about a simple dichotomy between supported and substitute decision-making 
and reaching a threshold of capacity.  

The hard one is profound disability, particularly where that is something that the person 
has been born with – I guess that ability to demonstrate preference, for instance, probably 
only comes through in a behavioural sense as opposed to verbalising decision-making 
preferences and I think that then becomes a really challenging process…. but there are 
always ways of eliciting a preference using alternative communication methods. Yes, 
sometimes those are and will always be indicative decisions using action or behaviour 
versus verbalisation… But that’s not to say that there aren’t other areas of decision-making 
that they can and clearly do indicate preference in (advocate-generic)

From this perspective, the continuum should include support that was neither supported  
nor substitute, but rather something different that occupied the space between the two.  
As many respondents explained eloquently a new concept was needed to capture clearly  
where supported decision-making sat on the continuum and what was expected of supporters.

And it’s almost like there does need to be another name for that space. It’s not quite 
substitute, it’s not supported. There’s something else there, I don’t know what you’d  
call it. (advocate-generic)

To call it 100% support is a fantasy – prefers facilitated decision-making or representational 
decision-making. (family-disability)

But bigger decisions – where he lives, managing phone, spending money, voting, decisions 
with a legal edge, might have to have something different than supported Decision-making. 
(family-disability)

…maybe there needs to be another term there because it’s not substitute decision-making  
in that sense of, “This person cannot make a decision and so someone else is just going  
to need to do it in this circumstance.” And it’s also not “Here is their decision because  
I understand [their preferences] that I’m just telling you what it is.” There is something  
in the middle there where you are really trying to make a decision that’s really honouring  
the person’s participation and really trying to identify their wishes even when that’s incredibly 
difficult, but acknowledging that there’s a whole heap of interpretation going on there, so you 
can’t be sure that that is what the person wants. (advocate-disability)
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3.1.3 Supported decision-making as a principled approach  
to decision making
The third perspective understood supported decision-making as a principled approach to 
support that applied to all people and decisions irrespective of whether a person actively 
participated in making a decision or if it was made by a supporter based on interpretations  
of their will and preferences. From this perspective the principles of supported decision-making 
were embedded in any form of decision support. This meant that all substitute decision-making 
had to take account of the person’s will and preferences. 

…so that supported decision-making is practised even when there is a guardian.  
(advocate-carer) 

…there should be an increasing legal requirement for people making substitute  
[or representative] decisions on a ‘substitute judgment’ basis… means that the 
representative makes decisions that accord with the preferences of the individual.  
They would still be substitute decisions, but they’d be made by people informed  
about what the preferences of the person are or were likely to be. (advocate-generic)

However, somewhat contrary to the sentiments in these extracts, most respondents identified  
the need to retain some form of substitute decision-making which could entail overriding a 
person’s preferences in order to manage risks of harm to the self or others. In this respect risk 
of harm rather than capacity was perceived as the limiting factor to a supported decision-making 
principled approach to decision support. 

where there’s genuinely not the best interests of the decision maker in mind, where  
there’s toxic conflict between supporters…. when someone’s in crisis. (service provider)

3.2 Furthering the exercise of rights - perceived value  
of supported decision-making 
There was unanimous support for the concept of supported decision-making, and a sense  
that its benefits were self-evident, as one of the fundamental strategies for putting rights  
into practice. 

…if everyone’s listening to me, then I’m much likely to be living the life that I want to live  
and be free of those abuses. (self-advocate)

Supported decision-making was seen to benefit people with cognitive disabilities in multiple 
different ways: by safeguarding, empowering, improving wellbeing, emphasising the importance 
of social connections and furthering social change. From a broader perspective supported 
decision-making done well was also seen as having the potential to save costs and improve 
the effectiveness of individual funding schemes such as the NDIS. Some notes of caution were 
raised about supported decision-making and the dangers of seeing it as a panacea for service 
system problems. 
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3.2.1 Safeguarding 

Most commonly supported decision-making was identified as a strategy for ensuring the 
safety of people with disabilities and protecting them from abuse. Primarily this was because 
supported decision-making meant others, besides service providers would be involved in the 
lives of people with disabilities. This was seen not only to act as a deterrent to potential abusers 
but also to identify abuse much earlier if it did occur. As one respondent said, ‘harms occur 
behind closed doors’. In particular having more people involved in a person’s life was seen to 
reduce the vulnerable situation of people with more severe cognitive impairment who are unable 
to raise concerns themselves about what’s happening to them. In addition, the intention behind 
supported decision-making was seen to provide a set of principles to guide all support to  
a person, potentially improving its overall quality. Respondents said, for example: 

If supported decision-making is in place, then there’s theoretically an independent person 
or 2 or 3 people who assist a person in a process of decision-making - supported decision-
making means that decisions are made in a way that respects rights, and a person’s voice  
is heard – and these things point to prevention of abuse. (advocate-generic)

There’s an intentionality with supported decision-making and principles guiding practice  
– so when that’s happening, it’s a significant safeguard. (service provider)

to get really good supported decision-making, they will need and have more people  
in their life, more people around them, whether that’s formally in a circle or a micro board,  
or whether it’s just an informal network. But by having those people, the more eyes there  
are on a person who’s got vulnerabilities, the safer they are, the less open to abuse and 
neglect. (family-disability).

3.2.2 Empowering and furthering wellbeing 

Supported decision-making was perceived as furthering the empowerment and self-determination 
of people with cognitive disabilities in a range of different ways. These included: individuals 
experiencing greater exercise of choice and control; support to navigate complex systems; 
assistance to understand information and explore a broad range of options; increased 
opportunities to make decisions, and a greater likelihood that decisions would reflect their 
preferences. By having more opportunities to make decisions and have one’s choices  
respected supported decision-making was seen to further confidence, skills in self-advocacy  
and decision-making, and awareness of individual rights. Respondents said for example, 

if you have someone who is empowered to be involved and engaged in the decision-making 
about their own lives… the confidence and the competence that comes from that part  
I would think would be beneficial in terms of being able to…. raise the alert should they  
be in a situation where they themselves I guess have awareness that something doesn’t  
feel right… (advocate-generic)
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There was also a sense from both self-advocates and family members that supported  
decision-making helped to improve the emotional wellbeing of people with cognitive  
disabilities by their having more control of their own lives, gaining a greater sense of self and 
experiencing less stress and frustration with their situation. Respondents said for example,

There’s a real difference with him – a smile, eye contact, when he gets what he wants. 
(family-disability)

If you have the right supports, you can gain confidence – you do something with  
support such as catching a bus and you end up having the confidence to do it on  
your own. (self-advocate)

3.2.3 Saving costs and emphasising social connections

Some respondents thought that supported decision-making highlighted the significance of 
social connections to a good quality of life, and the corresponding dearth of connections beyond 
immediate services for many people with disabilities. By drawing attention to social connections, 
they thought supported decision-making acted as a catalyst for prioritising development of networks. 
They thought the emphasis of supported decision-making on social connections might potentially 
lead to the better use of funding and in the longer-term cost savings. For example, supported 
decision-making might help to focus planners’ and funders’ attention on the purchase of support that 
aimed to build a person’s social network over time, rather than as often occurs at present, taking  
a short-term perspective such as paying for support to act as a companion for a person. 

Resources often used to getting someone out to a coffee shop – resource needs to be 
redirected into building networks and sustaining friendships. (family-disability)

we are massively overinvesting in housecleaning and delivered takeaways meals …Because 
we have not understood well enough the distinctive needs and we are under-investing in 
capacity building sort of work…there are economies of savings – there’s probably 20% 
savings in some of the practical supports sort of costs… (advocate-mental health)

3.2.4 Furthering social change 

In various ways the value of supported decision-making was seen to be a powerful symbol 
with potential to influence social attitudes by reminding others about the rights and humanness 
of people with cognitive disabilities. It was also seen as illustrating the participation of people 
with cognitive disabilities not only in determining their own lives but also in civil society. As one 
disability advocate said, it was a way of ‘translating values into things that are visible’ and went 
on to explain how it was driving the involvement of people with cognitive disabilities in decision- 
making beyond the personal, by modelling respect for their views to others around them in 
families, services, and social systems. 



387 Findings

I do think that the symbolic value of it [supported decision-making] does matter to individuals 
because I think that symbolic value helps with stigma and it helps counter some social 
attitudinal problems. So I do think that even if it’s just words and talking about it, I do think 
that has importance and value that does translate probably a fair way down the line, but  
I do think it matters, which is why I think the legislative reform matters not only for the 
practical side of things – giving tribunals and decision-makers and people alternative 
options, but I think it also says something – like as a statement about what our society  
thinks about people with intellectual disability or cognitive disability. (advocate-disability)

Perspectives of other respondents reflected this view, pointing to the negative effect when  
there was a low awareness supported decision-making.  

Without supported decision-making there have been times that supporters have treated  
me like a child, telling us what to do, not as an independent person. We can feel like  
we’re looked down upon a bit. (self-advocate). 

Because aged care staff don’t know people still have a right to be involved in decisions,  
they are unintentionally supporting elder abuse in some cases. (advocate-aged care)

3.2.5 Supported decision-making is not a panacea 

Respondents also held some misgivings about inflated expectations about what supported 
decision-making might achieve in furthering the rights of people with disabilities. They pointed 
out repeatedly the dangers of single informal supporters and of endorsing informal substitute 
decision-making which had the potential to be as restrictive as formal guardianship and perhaps 
even more so if it lacked adequate formal oversight. 

…complicated though when the person abusing them is their supporter. (advocate- generic). 

Article12 CRPD is tricky – not only guardianship that can rob people of personhood, but 
quasi-informal guardianship by families and service providers. (advocate-disability)

Respondents also identified the potential for supported decision-making to be misinterpreted 
and for simplistic or misguided notions of autonomy to lead to neglect. 

And it’s too easy for staff to say, “would you like to go out or would you like to stay home?”  
And Ned’s sitting comfortably in the wheelchair, in his armchair watching some movie or 
some inane stuff on YouTube, and he’s going to say, “Oh, I’ll just stay here, thanks,”  
because he doesn’t like change and change is a bit harder for him and for other people.  
So, you can’t present it like that. (family-disability)

These concerns flag the importance of there being more than one decision supporter, as well 
as some form of external monitoring or regulation of supported decision-making no matter the 
status of supporters. 
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3.3 Diverse traditions of decision support 
As respondents talked from their own perspectives it was clear there were overarching differences 
between sectors in thinking about supported decision-making stemming both from different 
traditions of decision support and trajectories of need for decision support of the typical people 
each sector supports. The paradigm shift from capacity-based notions of decision-making to 
supported decision-making generated by the United Nations Convention on the Rights of Persons 
with Disabilities (‘CRPD’) remains incomplete in Australia and is occurring at differing rates in 
different sectors. Sectors with strong foundations in a medical model lag behind in shifting to a 
rights focus about decision-making. For example, the shift to a rights-based model occurred much 
earlier and is much stronger in the physical, sensory and intellectual disability sectors than in aged 
care, health, mental health, and acquired cognitive disability. 

3.3.1 Decisions in the health or medical sectors
Supported decision-making is not well understood in healthcare or medical contexts, where 
issues of professional liability are often at the fore, driving risk averse perspectives. In this 
sector the focus tends to be on capacity rather than rights and distinct legislative provisions 
exist about what constitutes capacity to make informed decisions, and prescribing a hierarchy 
of substitute decision makers when a person is deemed not to have capacity. Notably, the 
health sector includes a wide cross section of people who require decision support for differing 
periods of time, long term, temporary or slowly increasing. One respondent who was a health 
professional reflected on perspectives in the health sector:

I don’t think there’s enough understanding of the complexities around what supported 
decision-making actually is. ...certainly, the medical context, my personal take is medical 
professionals try to boil it down to a consent, a yes/no, a very simple “I need a yes/no 
answer.” And often they look at a substitute decision maker who can give me the yes/no 
answer, rather than actually looking at the supportive process of getting multiple views, 
including the voice of the person who’s going to be impacted by that decision…. I think 
there’s definitely some work to be done. (professional)

3.3.2 Decisions involving people with mental health issues
The focus of decision support for people experiencing mental health issues has been two-fold. 
Respondents suggested that supported decision-making was incorporated into everyday practice 
of good professionals practising in mental health, such as NDIS recovery coaches. However, 
much of the focus in this sector has been on decision-making during episodic crises, where state 
based mental health legislation sets out conditions for substitute decision-making in circumstances 
where there is concern about safety or need for treatment. The episodic nature of mental illness 
has generated debates about tensions between long term or enduring will and immediate 
preferences. There is a growing rights perspective in this sector but legislative provisions are 
underpinned by questions of capacity and are similar to the generic health sector. People with 
mental health issues require decision support of an episodic nature during short term crisis 
situations and some require longer-term support as part of their ongoing day to day living.
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For example, one respondent said,

In mental health – supported decision-making is less developed. It gets to a certain point 
where someone is so unwell they are disenfranchised from their support network because 
of their complex behaviour. This means that the supported Decision-making framework falls 
apart. (service provider)

3.3.3 Decisions involving people with dementia and the aged  
care sector 

Respondents thought that rights were not as strong in this sector although ideas that people 
with dementia have a right to have their views recognised and be consulted about care were 
gaining ground. Capacity, however, remains the primary point of reference in decision-making, 
and across the aged care sector respondents appeared to accept eventual loss of capacity  
and the need for substitute decision makers when this occurred.

Lack of knowledge about supported decision-making in aged care generally although 
advocates might have some understanding. Aged care not really had a rights movement. 
(advocate-aged care).

People in this sector have an increasing need for support which occurs in the context of having 
had a long history of making one’s own decisions.

3.3.4 Decisions involving people with intellectual disability 

The intellectual disability sector was seen as having a longstanding rights perspective on 
decision making. Since 2006, the CRPD has driven debate about supported decision-making, 
and more so than in other sectors there has been a strong emphasis on the negative impact  
of removing rights that goes hand in hand with substitute decision-making. 

This group has a quite different trajectory of support needs from other groups, having a lifelong 
need for support with decision-making. This means people with intellectual disabilities often 
have a limited history of decision-making without support which intensifies the need to build  
their experiences of decision-making and their capacity as one respondent said, ‘from the  
get-go’. One respondent drew out the differences in supported decision-making with people  
with intellectual disabilities compared to those with dementia, 

…people with Downs Syndrome can get dementia – historically they wouldn’t have had 
ability to express preferences but this is changing – but people with dementia without  
other disabilities have a history of making their own decisions…for people with intellectual 
disability there is an approach of building up capacity but in dementia there is declining 
capacity not trying to develop it for good life. (advocate-aged care)
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3.4 Elements of a supported decision-making framework 
A framework is akin to a skeleton, setting out the key elements that must be considered when 
thinking about something (a structure, a program, an analysis) that is to be developed. It is a guide 
to thinking about a phenomenon rather than a set of procedures or instructions. Frameworks 
may incorporate high level principles that should guide development and inform thinking about 
the other elements, they also include programs, legislative provisions and best practice. This 
section summarises respondents’ views about the elements that should be included in a high level 
supported decision-making framework that encompasses all people with cognitive disabilities, all 
service sectors and jurisdictions across Australia. The eleven elements which are explained in 
more detail in the following sections were: 1) Universal principles, 2) Taking account of diversity, 
3) Interrelationships with other systems, 4) Targeted programs that compensate for inequities, 5) 
Adherence to best practice models, 6) Community capacity building, 7) Oversight and monitoring, 
8) Mechanisms for advance planning, 9) Co-leadership by people with disabilities, 10) Adequate 
funding, 11) Formal social connection building strategies.

3.4.1 Universal principles – Right to participation,  
decision-making and support

Despite the diversity of groups, contexts and decisions to which supported decision-making 
might apply, all respondents agreed there should be a universal set of principles,

Principles need to be universal – not applicable to any one disability. (advocate-disability)

Although expressed in various ways, there was unanimous agreement that principles should 
rest on the rights of people with disabilities asserted in CRPD. As one respondent said, 

…there’s some pretty obvious principles that could be drawn from human rights documents 
and the idea that the support for a person should maximise their participation in decision-
making, in a way that doesn’t lead to their harm. (advocate-generic)

Many were familiar with the National Decision-Making Principles proposed by the 2014  
ALRC Report and thought these were still very relevant as foundational universal principles  
of supported decision-making. They are:

• the equal right of people with cognitive impairment to make decisions affecting their  
life and have those decisions respected (equal rights);

• access to support to make, communicate and participate in decisions that affect  
them (support); 

• realisation of the ‘will preferences and rights’ in directing decision-making support; 

• appropriate safeguards including against abuse and neglect.  
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Respondents commented that the ALRC principles were,

very clear and aligned with supported decision-making. (service provider) 

very straightforward and that’s really helpful. You don’t want a lot of complicated stuff… they 
allow some human movement and flexibility as well, …in shades of grey, that you’re not told 
that everybody can be supported and everyone can make their own decisions. And that’s not 
always the case. (advocate-disability)

Several respondents did suggest the ALRC principles might benefit from updating to reflect 
changes since they were drafted. One concern was about the outdated language,

…whenever I show them to staff, they’re like, “Ew.” They don’t like the language and stuff 
…. since 2014, times moved on a little bit and they would benefit from a review, “Is this really 
the language they’re after? Is it saying what we really want them to say?” (advocate-disability)

This respondent explained that use of the term ‘persons’ and ‘assessing decision making ability’ 
were seen as no longer reflecting contemporary attitudes or language. Another concern was 
that using rights in the combination ‘will, preferences and rights’ to guide decision support and 
substitute decision makers did not recognise the potential for different rights to be in conflict  
with one another. 

…they go through that series of possibilities, supported decision-making through to where 
there’s substitute decision-making, and a person’s well-known preferences should guide the 
substitute decision-maker. And where there’s little to draw from their past, then the substitute 
decision-maker should act in a way that promotes the person’s rights. And the only thing I 
would say is, the use of rights there is problematic, and not particularly instructive, because 
it doesn’t actually help at all, because you can have competing rights to different things 
…just on that element, I would say there would need to be some work. (advocate-generic) 

This respondent suggested rather than use ‘rights’ in the context of guidance to substitute 
decision makers, it would be preferable to follow the lead of the Victorian legislation which  
uses ‘promote the personal and social well-being of the individual’ as an alternative to rights. 
This respondent did recognise, however, that this term could be perceived simply as a more 
‘modern rendition of best interests’ which might be out of step with a rights paradigm.

A further suggestion relevant to the substitute decision-making end of the continuum was 
to incorporate some of the recommendations made by the New South Wales Law Reform 
Commission’s Review of the Guardianship Act, particularly around decision support with  
First Nations people and strategies to further the inclusion of people with cognitive  
disabilities in the processes of tribunals that appoint substitute decision makers. 

I also really like the New South Wales Law Reform Commission’s Review of the 
Guardianship Act. It is all about just tinkering with it to make it stronger, but it’s better on 
First Nation stuff. It’s better on just some really basic procedural things within the tribunal 
as well that would make people’s lives a bit easier around end of life and that kind of stuff. 
(advocate-disability) 
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3.4.2 Taking account of diversity

Respondents recognised the importance of embedding flexibility into a supported decision-making 
framework, to take account of the diverse contexts where supported decision-making would be 
practiced. This would ensure that principles, programs and best practice were translated and 
tailored to: specific subgroups of people with cognitive disability, decisions, sectors, decision 
contexts, jurisdictions, service systems, cultures, timeframes for implementing decisions, 
trajectories of support needs and potential risks or gravity of harm. Taking account of diversity 
would help to ensure both good practice and an acknowledgement that supported decision-
making has to be embedded within other sectors or service systems rather than standing  
alone. Respondents said for example, 

Need generic frameworks legally – that allow for various forms of support to suit 
circumstances and needs. (family-disability)

Could have a lighter version that covers more people OR maybe sharpen our focus  
on people most at risk – and others have universal systems. (advocate- disability)

Related to issues of diversity, many respondents were keen to ensure that supported  
decision-making was implemented in ways that gave people choices about how, by whom  
and under what conditions they would be supported. For example, one responded recalled, 

…someone saying they didn’t want to have a friend helping them. They wanted to go  
and see a professional for support because they wanted to keep that clear line about  
who did what and they probably still go to their friend about some kinds of decisions,  
but for supported decision-making as a proper thing, they wanted to pay for it, they  
wanted to go somewhere and talk to someone. And that was just that person and there 
would’ve been other people that had a completely different idea. (advocate-disability)

This not only spoke to the importance of choice but also to the need for continuing evolution  
of supported decision-making programs and practice, for which there was relatively little 
evidence about effectiveness.  

…whatever you’re doing we should agree to a set of principles ... because then that  
gives people the freedom to work out what type of relationship they want and then you  
can have some innovation there as well, like that guy who said he wanted a professional, 
well, maybe that’s in his plan that, he gets to go and employ a decision-making supporter  
to help him work through what he wants to do…Or maybe there are peer groups where 
people set up groups to help each other learn about different issues and then make 
decisions. It depends what you want them [decision supporter] to do. (advocate-disability) 

This respondent went on to describe the diverse types of support roles and relationships  
that might need to be accommodated in a supported decision-making framework, 
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...it just depends on when the supporter is moving from just being a sounding board and 
helping someone think things through to where they’re then maybe moving into a bit more  
of an advocacy type role where they’re speaking on behalf of the person to get access to 
their personal information if they’re interacting with an organisation. And then the next level  
is they’re acting on behalf of the person to implement a decision. (advocate-disability) 

3.4.3 Interrelationships with other systems

Respondents asserted that supported decision-making was inextricably intertwined with other 
service systems and should be embedded in both mainstream and specialist services used by 
people with cognitive disabilities, and in existing institutional frameworks such as Guardianship 
and Administration, Public Advocacy, and regulatory bodies such as the Aged Care Quality and 
Safety Commission and the NDIS Quality and Safeguards Commission. 

Supported decision-making needs to be embedded in ‘the quality and safeguards, the 
practice standards,’ and other evidence accepted by quality auditors (advocate-disability)

Need a culture of supported decision-making embedded in each institutional process and 
policy (advocate-aged care)

Over time they hoped for culture changes that would mean good supported decision-making 
practice became integral to all support practice, no matter what the context, decision or need 
for support of the person involved. In turn this might reduce the need for dedicated supported 
decision-making programs:

Agencies with responsibility for people with disabilities need: a good understanding of 
decision support; to have proficient practice, and to have a supporter available…the better  
all the service network, whatever those things are, at supporting decisions, then the less 
need there is for it [supported decision-making]. (advocate - disability)
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3.4.4 Targeted programs to compensate for inequities

All respondents recognised the deep inequities of access to informal decision support among 
people with disabilities. The most disadvantaged were seen to be people without strong and 
resourceful family or informal networks - without any relationships outside service systems,  
and those with severe and profound cognitive disabilities for whom expression of preferences 
and participation was the most difficult. These were seen as priority groups for new formal 
supported decision-making programs that might include the appointment of continuing paid 
independent decision supporters and proactive building and maintenance of a circle of 
supporters. Many proposed that new supported decision-making programs be targeted  
to compensate for inequities in decision support rather than risk benefiting only those well 
placed to take advantage of programs. 

…because if you have a skilled family, you are greatly advantaged. (advocate-disability)

if you don’t have close relatives or don’t really have much support, the government needs  
to provide it. (self-advocate)

a cohort needs funding for independent advocate to assist major decisions – not just menu 
choice, but hard stuff – for isolated people without families. (advocate-disability)

As well as compensating for inequities, respondents wanted supported decision-making 
programs to be targeted at specific groups of people with disabilities, specific sectors or  
around specific types of decisions or risks. 

Would like to see formal systems available for people dealing with different government 
agencies, services and legal systems. (advocate-disability).

Trying to come up with one size fits all won’t work. (self-advocate)

Policy doesn’t need to be generic because you need the expertise of those who are more 
familiar with particular groups. (family-disability)

Program designs were seen to depend on the target group or context. Respondents commented 
on their experience of pilot or established programs rather than suggesting blueprints for new 
programs that might be needed (see the Appendix A and B of the Final Report for details 
about these). Thus, the programs mentioned were diverse including: drawing up decision 
support agreements; resourcing and monitoring informal supporters; finding and matching 
new supporters to people without informal supporters; appointing and supporting a decision 
supporter for specific sets of decisions; joint appointments of informal and formal supporters; 
creating or maintaining circles of supporters, and training and building capacity of supporters 
more generally. Many suggested that inclusion of funds to purchase supported decision-making 
in NDIS or aged care plans would not only provide access to support but would generate growth 
in specialist supported decision-making services. 
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3.4.5 Adherence to best practice models

Adherence to best practice decision support was seen to be a key element of a supported 
decision-making framework. Respondents thought models of best practice could guide support 
practice and help ensure its quality by setting out principles, processes, skills and conditions  
for good practice. 

We need key practice elements identified by researchers. (advocate-generic)

Need a framework and process that people can follow. (advocate-disability) 

The planning process would need to include steps/questions that make the planners think 
about supported decision-making – what have you done to make sure you hear the person? 
Who’s supporting them? …it would definitely help if we were able to use an supported 
decision-making framework. (service provider)

Some aspects of practice were seen as common to all groups and contexts and others as 
requiring context or group specific knowledge or skills. For example, knowledge of the service 
system context and skills in navigating systems were seen as prerequisites. As advocates said:

A ‘big ask’ for an ‘advocate’ or supporter to get across all systems -guardianship, housing, 
child protection – but principles remain the same and the supporter needs to be working  
in the same framework. (advocate-disability)

The type of support will be different across individuals, although similar in trying to promote 
autonomy. (advocate-carers)

Need to use language that is inclusive and is about expressing will and preference. Actual 
strategies and tasks and activities may be very different depending on how the person 
expresses their will and preference. (service provider) 

3.4.6 Supporters – principles

Various principles about supporters, their standing and relationship to the person they  
supported or service systems were proposed. These included, 

• paid supporters should be independent of services and funders, 

• standing should be accorded to informal supporters where necessary, 

• ideally there should be more than one supporter, 

• supporters should be chosen by the person they were supporting, 

• supporters should have a trusting relationship with the person they support, 

• supporters’ roles should be clear. 
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That paid decision-making supporters should be independent of services and funders was 
seen as fundamental to avoiding real or perceived conflicts of interest. This was thought to be 
particularly important for people with cognitive disabilities living in supported accommodation 
(be it disability or aged care) who might receive all their support from one provider, and people 
using the NDIS system. As one advocate said,

Supported decision-making needs to be independent because in the NDIS system, no one 
is independent, not the support coordinator, the NDIA, nor the service providers. Service 
providers can be good, but that’s lucky rather than by design, so there is a need for an 
independent person. (advocate-generic)

According formal standing to informal supporters was seen to be important in facilitating  
their role vis a vis entities outside the immediate service of the person they supported as  
well as within that context. For example, formal standing could facilitate a supporter’s access  
to information or the ability to represent the person in interactions with commercial or 
government entities involved in a decision, or to influence others involved in the person’s life. 

…service providers will be much more willing to involve that person if they’re part  
of a program, they’re not just some random stranger. (advocate-generic)

One respondent talked about the advantages she had experienced as being formally 
recognised as a decision supporter in a healthcare context and suggested the benefits  
of such recognition in other aspects of a person’s life. 

… if we’re talking about decision making in houses or in people’s lives apart from health, 
then it’s that they might have a right to see key worker reports or the sort of internal 
documentation that families never see, or incident reports that involve the person concerned. 
… if you give people that title, then people kind of respect that title…I could imagine if I was 
given a title of Ned’s supported decision maker, whether I was Ned’s mother or his advocate 
or whatever role I had or his friend…then it would give me a kind of credibility to say to other 
people, “Well, look.  This is how it’s best to support Ned in decision making.”  I could then 
play a training role, if you like…it would give a credibility rather than oh, you know, yeah, 
she’s just arguing about it, she’s just Ned’s mum, you know? (family-disability)

Whether or not formal recognition was necessary and the mechanisms for this were seen  
to depend on the particular context or decision being supported. 

Many respondents expressed a preference for more than one supporter being involved in 
supported decision-making with a person. Ideally many thought a person should receive 
decision- making support from a network of paid and unpaid supporters around them. 

If you’ve got a collective, then you also have the scope… doing your interpretation…, ‘Well, 
I’m just going to check with the other guys what they think you’re saying there, because I’ve 
got an idea what I think you’re saying there. But I want to see if they’re picking up the same 
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thing and interpreting what you’re saying the same way’, because that’s a necessary  
thing…Part of the advantage of having a group of people around that person – rather,  
one individual – is, one individual, I think, runs the risk for themselves of not being  
reflective enough in their practice… I think if you’re overly reliant on one person, then  
there’s all sorts of risks in that. (family-disability)

Multiple supporters can produce transparency and checks and balances. (advocate-generic)

Safeguarding will be promoted in difficult or best guess cases if there is more than one 
supporter involved to triangulate opinions /interpretations. (advocate- disability)

…because when you’re interpreting will and preferences, you have your own lens, and 
someone else can interpret things differently – to suggest that there’s an objective truth  
is unhelpful – need to wrestle with different interpretations. (service provider)

However, where multiple supporters were involved the importance of role clarity and 
collaboration among them were emphasised:

You have to be very clear with others (eg., care team) what your role as a supporter is,  
and how you’re going to work. It can be very difficult. (advocate- disability)

People want all the different people who help them make decisions recognised…. have  
a key person who is adept at supporting a person to make decisions and understanding  
will and preference – and they oversee how others in the network operate with decision-
making. (professional)

Related to concerns about role clarity and multiple issues, respondents also thought that  
a person should be able to choose their decision supporter/s and the roles they played  
and develop a trusting relationship with them if there was not already one. 

3.4.7 Time – a prerequisite for good support 

Respondents saw best practice decision support as skilled, complex and often intense, which 
above all else required time in order to be done well. Attention to the need for sufficient time 
to enable good supported decision-making practice was raised by almost all respondents 
irrespective of their constituency: 

to be given the time to do [supported decision-making]. (service provider)

Three people in my house can’t use an iPad or phone – so need to have worker who 
‘notices things in that person, notices little things that they enjoy…’ or activities they do.  
Two of them have parents involved but they can’t speak to let their parents know they’re  
not being supported to make decisions. Sometimes you just need to observe, take the  
time. (self-advocate)



398 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

Need to give people time to do supported decision-making – an investment in patience  
and skill. (advocate-generic)

Takes time ultimately to provide supported decision-making to an individual. It is based on 
trust and relationship, so even if you have the skills and go into supported decision-making 
as a profession, with tools for communication support and getting to know the person it  
takes time. Structures in place in the different sectors need to allow for it. (service provider)

it was extra time, and questioning me in all different ways to make sure I understood it.  
(self-advocate)

Emphasising the need for sufficient resources to allow supporters time for good decision 
support, one respondent suggested that not having enough time could be disastrous as  
it might mean a supporter could not engage with the person:

So, the risk is that in trying to do supported decision-making in haste, or at arm’s length,  
or shortcuts or whatever, there may certainly be cases where that’s manageable, but 
certainly the clients we’ve dealt with, that would be a disaster. (advocate-disability)

3.4.8 Decision Support Practice Frameworks 

The most commonly mentioned decision support practice frameworks were those based on the 
translation of research about decision making and support. These were the La Trobe Support for 
Decision Making Practice Framework, developed from research about people with intellectual 
disability or acquired brain injury, and the Spectrum model developed from research with people 
with dementia. It was telling perhaps that almost all of the key elements that respondents felt 
should be included in best practice frameworks for supported decision-making were included  
in both of these research-based frameworks. We summarise below the key elements described  
by respondents. 

Knowing the person and tailoring communication. 

Respondents saw knowing the person well as core to good support. This encompassed 
understanding how a person communicates, understands and processes information, and their 
family, social and service contexts. 

Clearly, you need to start with knowing the person with disability and getting to know how 
they communicate and express their will and preference. (professional)

…long term as well as immediate preferences requires deep knowledge of the person so 
you can take a will as preferences position … Put yourself in their position – but not what 
they’d chose right now (eg., refusing a needle and treatment) but what’s important to them  
in the longer term …Support to make decisions ‘that are resonant and meaningful for them 
for the person they are, for their priorities, for their values.’ (family-disability)
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…getting to know the person, getting to know their will and preference. Getting to understand 
the context that they live in. What their environment is. Who their important people are?  All of 
those things are the background to really good, supported decision-making. … being able to 
understand how someone wants their choices presented to them…are they someone that is 
happy to have a conversation on the fly? Are they someone that wants to have a conversation, 
but then given a couple of days to think about it before they come back? Are they someone 
that needs that translated into some kind of collateral that they can hold on to, so that they  
can look at words or images in order to process? (service provider)

Expanding and exploring options. 

Supporting a person to consider their preference about options for a decision was seen as much 
more complex than simply asking or giving them information. Rather it was seen as a proactive, 
and creative process whereby options were actively explored, and different strategies were 
used to elicit and understand a person’s preferences. 

As supporters, we have an obligation to expand a person’s decision-making context, 
environment so that we are not consigning someone to the same ideas, options and 
opportunities. (service provider)

More than asking views but also supporting someone through the process, exploring 
options, considering constraints. (advocate-generic)

…has to point out all the pros and cons, and what could happen to you, and can they sell 
from under you [sell property without consultation] and all that sort of thing. (self-advocate)  

Ensuring a person had understood what might be possible or that as a supporter you had 
interpreted their response correctly was an important part of this process:

…it was extra time and questioning me in all different ways to make sure I understood it,  
and open questions for me to come back to him to basically mirror what he said and 
understand it. (self-advocate)

… then the person who’s working as the decision supporter needs to have a way of 
acknowledging and reflecting back their understanding of that will and preference, so that 
then that can be supported to be conveyed in whatever circumstance that needs to occur. 
(professional) 

Enabling risk 

Directly addressing the risks that might be associated with a decision was seen as important, 
and if necessary, finding strategies to mitigate or enable risk:

Any framework needs to address the issue of harm – ie What decisions is it appropriate  
to support and which not to support. (advocate-generic)



400 Research Report – Diversity, dignity, equity and best practice: a framework for supported decision-making

Listening and communication skills 

There was unanimous agreement that all decision supporters needed good listening and 
communication skills. As one self-advocate said about the skills of a supporter she had valued, 
they: 

…had very good people skills and very good listening skills, which made a really big 
difference, and to have someone like that I think is really important, and I think you have  
to shop around for it. (self-advocate)

Objectivity and reflexivity 

Awareness of their own potential to influence the person they supported, the ease with which 
they might be manipulated, and self-reflection were seen to be skills required by supporter. 

And the person who is providing the decision support needs to have some form of reflective 
behaviour that is - able to elicit any understandings of bias or where their views may, in fact, 
be getting in the way of conveying the person’s will and preference. (professional)

Supporters need to be trained and understand ‘influence and subtle coercion,’ and how  
to be objective and neutral. (advocate-generic) 

Transparency 

Being transparent about support processes and documenting the various steps used or options 
considered were seen as part of best practice, both in terms of accountability and reflexivity. 
Indeed, some respondents saw the processes of support as more important than outcomes.  

Transparency’s important because I guess there’s so many people involved in the lives of 
people with disability... who’s giving her what advice and where that advice has come from 
(family-disability)

…undertaking a process without an outcome in mind is a safeguard against undue influence. 
(service provider)

Tools such as checklists were seen as useful in assisting supporters to identify processes they 
had used.

…this is the way we do things; we sit down around the table all together, all of the parties, 
go through this checklist, which is all from the person’s perspective like ‘did you want a 
second opinion? Have you had the opportunity to get a second opinion?’ and then based 
on that checklist, you have like a ‘this is how we’re going to move forward’, like a bit of an 
agreement, a bit of an action plan.’ (family-disability)
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3.4.9 Capacity building 

Building understanding and knowledge about supported decision-making among the community 
in general and stakeholders more directly involved with people with disabilities was identified as 
a key element of a supported decision-making framework by all respondents. Indeed, there was 
significant optimism that a broad range of strategies, some with targeted audiences and others 
more generic could increase the skills of all potential supporters, assist people with disabilities 
to know their rights to support, maximise its effectiveness, raise community expectations about 
involvement of people with disabilities in decision-making and contribute to cultural change.

Need a policy structure to enable community capacity building. (family-disability)

One rationale for an emphasis on capacity building was the limited knowledge and 
misunderstandings about supported decision-making across sectors and the educative 
demands experienced by some pilot supported decision-making programs. As one respondent 
involved in a program said:

we spend a lot of time educating service providers and others around what the rights are 
of the person, what decision support is, and what the requirements and how they might 
differ to what the service provider is requesting. …we often, we have a number of requests 
along those lines …just recently we had someone from NDIS refusing to do a review of a 
reviewable decision because they don’t believe the person has the capacity to provide that 
instruction…. I think a lot of education needs to take place…with service providers and the 
NDIS, and others. (advocate-disability)

Respondents saw the potential of capacity building to shift some supporters’ long held 
misconceptions about people’s capacity to participate in decision-making and equip them with 
strategies more aligned with supported decision-making principles. 

Families can be transformed by capacity building. (family-disability)

Supporters need to be trained and understand influence and subtle coercion, and how  
to be objective and neutral. (advocate-generic)

For other supporters whose approach was already aligned with rights, capacity building would 
assist in giving them more insight into what they were doing and equip them with a language  
of support that could be shared with others.

Parents and others want to know what it is, and formally, how they might do it – even if 
they’ve always done it intuitively. (professional)

A broad range of professionals likely to be in touch with people with cognitive disabilities was 
seen as benefitting from capacity building, including: lawyers, GPs, nurses, allied health workers 
as well as those who worked in the disability sector such as support coordinators or planners. 
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One respondent talked about the importance of building the capacity of medical staff to  
include issues of decision-making along with other key information when a person is diagnosed 
with dementia:

On diagnoses, you are advised about: 1) your money, 2) health. Should be: 1) your  
family should be told about supported decision-making; 2) you should be told about  
‘consent around what happens with your body, and 3) your money. Without capacity  
building, wives and partners have no way to support the person. (advocates-aged care)

Larger disability providers were also seen as important targets who were likely to influence  
in turn the expectations of direct support staff.  

In parallel, respondents saw it important to build the decision-making skills and experiences  
of people with disabilities who had lifelong needs for support. 

We need education in decision-making, because if people haven’t made decisions  
in the past, they won’t understand options and risks. (advocate-generic)

For those still young this should start early both at home and at school,

Supported decision-making needs to start early for people with ID – when they start school 
or earlier, so you build supported decision-making into their educational environment and 
develop help-seeking behaviours. (advocate-generic)

3.4.10 Oversight and monitoring 
Oversight and monitoring the quality of supported decision-making were considered necessary 
elements of a supported decision-making framework. Many respondents were wary however, 
about the social acceptability and viability of regulating supported decision-making. They were 
also reluctant to consider the introduction of new agencies to fulfil regulatory functions around 
supported decision-making but rather thought such roles could be played by existing bodies  
with relevant expertise such as variously named state-based Offices of the Public Advocate. 

If we add regulation do we just add another body to create further systems and red tape  
and make things harder to navigate? (advocate-carers)

There was a strong sense that oversight and monitoring should differentiate between informal 
and formal decision supporters. 

Families shouldn’t be treated the same as workers. (advocate-disability)

While respondents saw it desirable to regulate formal decision supporters, they were concerned 
about the viability of doing this. In contrast they expressed doubts about the social acceptability 
of regulating informal supporters, the viability and the potentially negative consequences of 
doing so. Questions were raised about the reasonableness of scrutinising informal supporters 
and the impact this might have on their willingness to undertake this often onerous, unpaid 
emotional labour.
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Hard to monitor informal supporters or make people accountable in private relationships. 
There needs to be a space for informal decision makers who are doing the right thing to 
continue on without unnecessary intrusion. (service provider)

The average family wouldn’t want an ‘inspector of decisions’ – very hard to implement. 
(advocate-disability) 

…anything that creates a burden or obstacle to maintaining informal supports would be 
really problematic – a tricky balance. (advocate-generic)

I don’t think it’s in any way realistic. I think people would find it hugely offensive to say,  
“You need to put in some report every six months to say”. (advocate-disability)

In contrast to the strong majority view, several parents were less concerned about monitoring 
especially once they crossed from informal to a semi formal role such as being appointed as  
a person’s primary decision supporter as part of a supported decision-making program. Indeed, 
they were used to requirements such as annual reporting currently required if they occupied  
a formal role such as a guardian or administrator.

Respondents were sceptical about the viability of regulation and generally had little confidence in 
its value without significant investment of resources in design and implementation. Regulation was 
seen as having unintended consequences and easily becoming burdensome and ineffective. 

…here is a risk that if a formal report is required, it becomes the only thing that gets done, 
rather than actually providing the services. (advocate-disability)

They drew attention to examples of ineffectiveness such as embedding statements about 
including people in decision-making in the Aged Care and NDIS standards in the absence of 
investment in developing capacity or monitoring. Attention was also drawn to failure to monitor 
adherence to the principles expected to inform the actions of nominees of NDIS participants. 
Some respondents thought that the focus should be on practice rather than on certifying 
competency against standards.

…regulatory systems struggle, I think, to deal with these issues very well, so that difference 
between encouraging good practice as opposed to trying to regulate…No question, you 
need to have that power to get rid of the really bad ones… but the real issue is probably 
around generally our capacity to really track and look at quality improvement is very  
difficult to achieve in modern bureaucratic systems. (advocate-mental health)

Just registration of provider with NDIS and quality audits are not enough…they have 
‘beautiful’ policies. (advocate-disability)

Aged Care Standards already endorse supported decision-making principles, but there  
is no funding investment. (advocate-aged care)
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The most effective form of monitoring supported decision-making quality was seen to be 
having multiple eyes watching out for a person – people who could identify and raise concerns 
if necessary. This would likely result from community capacity building and good supported 
decision-making practice where more than one supporter was involved.

Need to have ‘a general community awareness and understanding of what supported 
decision-making should look like’ in order to pick it up where the wrong thing is being  
done’ and to rectify it through education. (service provider)

Need community to be more aware of good supported decision-making so it can lead 
expectations. (advocate-disability)

The team brings accountability for me – ‘Team Adrian’ – needs their support and inbuilt 
accountability because they know everything I do. (family-disability)

Risk based approach to quality oversight

The various strategies identified for assuring quality of supported decision-making resembled a 
risk-based approach moving from capacity building to monitoring or reporting against standards 
to formal scrutiny and approval of high-risk decisions. The rationale for this approach was the 
difficulty of monitoring day to day decision support and assumptions that some decisions were 
more significant or harmful than others to a person’s quality of life 

…well, in terms of some reporting or some measures it would have to be proportional  
I suppose. It would have to be proportional for the risk or to the gravity of a decision 
…Potentially the gravity of harm that may come to a person in certain circumstances  
which might kick in for emergency powers to make decisions about a person’s situation  
for example. (family-disability)

Some families won’t like recording the process – so have to spin it right – just for big 
decisions, or once a year, to make sure people are on track- but some people won’t  
like it. (family-disability)

Very hard to regulate day-to-day decision making as opposed to supported decision-making 
for bigger decisions relating to accommodation choices. (advocate-carers)

Inherent in this approach were assumptions about the feasibility of making objective judgements 
about risk or significance of a decision, which glosses over the often-subjective importance of  
a decision to an individual. 

Difficult to rank the size of a decision – but could look at consequences – the sector is very 
used to rating risk. If you’re doing a risk assessment, then it is probably a situation of potential 
serious harm – and you would want that level of independent oversight. (service provider)
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Capacity building 

This was seen as the foundation for quality assurance that impacted on skills of supporters and 
awareness of community members about supported decision-making. Some respondents talked 
about their attempts to build capacity for supported decision-making with those around the 
people they supported in their services. 

Couldn’t do more than bring in as supportive a system as possible – tried to promote and 
support good supported decision-making, ie, training families, workers, support coordinators, 
LACs [local area coordinators]. (service provider)

Respondents thought checklists and reflective practice derived from best practice models were 
useful tools for capacity building. 

…a checklist ensuring that each person that might give advice or is part of that, is almost like 
a declaration of upholding those rights of an individual within those situations that they’ve 
been taken into consideration, within a framework and very transparent to say, ‘I advised this 
person this,’ and took into account the different human rights, like a checklist to ensure that 
things aren’t skipped and to give transparency over the parties involved and even maybe 
examples. (family-disability). 

But things like reflective practice, and an understanding of how supported decision-making  
is meant to work, then that is a significant safeguard. (service provider)

Practice standards and monitoring 

Practice standards and some form of monitoring were seen as complementary to capacity 
building. Associated with standards should be provisions to remove supporters should they  
fail to meet standards. 

Need mandatory KPIs for supported decision-making and record them so they can be audited 
and a worker is then rewarded for taking the time to practise supported decision-making. 
(advocate-aged care)

need to develop some good indicators for supported decision-making – some could be 
anecdotal – simple as ‘what’s the evidence they got choice of clothing?’ Where has a person 
had ‘opportunities to choose what food they eat, when they go to bed, when they don’t go  
to bed, and stuff like that?’ (family-disability)

And the quality standards should have supported decision-making embedded and how you 
report against it – consumer experience reports need to ask about supported decision-making. 
(advocate-aged care)

…but could have a code of conduct as a starting point. Problem is how to enforce it? 
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Registration and then de-registration if there is a breach? (advocate-generic)

As these quotes suggest standards were perceived as insufficient unless accompanied by 
monitoring or reporting against them tailored to the role and context a supporter occupied.  
For example, if an informal supporter occupied a formal role such as a nominee, some form 
of low-level monitoring could be required, such as annual reporting or a declaration they had 
adhered to supported decision-making principles and practice. 

when it comes to a more formal status, perhaps a supported attorney role or a nominee 
correspondent, then in entering that legal agreement one would have to, as is currently the 
case, agree to certain behaviours and standards that you would uphold in doing so. And I 
suppose if those standards were breached, then someone, say a support worker, another 
citizen, another family member, could point out ways that it has been. And I suppose there 
would be almost a reactionary policing, for want of a better word, of a breach of that trusted 
role. (family-disability)

One respondent talked about the value of formalising informal supporters’ roles, through 
mechanisms such as decision support agreements so that expectations could be made clear, 

I think that a formal tool can help contain a supporter, an overzealous supporter because 
you say what the supporter could do because without that specification, there can be some 
vagueness around what a supporter’s allowed to do. (advocate-disability)

Many suggestions for monitoring involved recording decision support processes, using 
checklists, videoing interactions, or comparing supported decisions to earlier documented 
preferences of a person. Respondents talked about monitoring practices that were already  
in place, often remarking on how time consuming and labour intensive they were. 

We record the process, are clear about the steps – that is challenging. (advocate-disability)

Paid supporters can record the process as part of their supervision… Could do written 
description, or a conversation (or supervision) of how you’ve gone through the framework,  
– gives a good step by step guide – don’t have to do it for every decision. (family-disability)

…currently looking at how to record decisions if making them ‘with people’ when they are 
substitute decisions. A fundamental process/tool is to record their wishes. (advocate-generic)

One respondent suggested that monitoring supported decision-making could be an additional 
task for community visitor schemes. 

Perhaps through community visitors – with the right scheme – an independent eye. 
(advocate-disability)
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Another from the aged care sector suggested using information from internal quality control  
and feedback groups with residents as evidence for auditors about processes. 

Internally aged care homes are required to run their own consumer engagement and focus 
groups. Feedback from those is provided to assessors – so can demonstrate the residents 
have been consulted on a range of things from food to activities to quality of care. (advocate-
aged care)

Several respondents gave examples of higher intensity monitoring than normally expected 
in respect of standards which would be difficult to scale up and which though they included 
supported decision-making extended to support practices more generally. Examples were an 
opportunity for people supported in a group home to have regular meetings with an independent 
person at which they could comment on their support, and supporters videoing their interactions 
around supported decision-making and sharing it with the support team. 

For the group home which she set up, they put in place a psychologist once a month, who 
didn’t meet with parents or staff, who just met with residents so that they could have an 
independent voice. (professional)

…one of my son’s communication partners will sometimes do a phone video of their 
conversations and then we can look at it. (family-disability)

More stringent measures for high-risk decisions

For supported decisions that entailed high risks for a person, respondents thought there  
should be more formal documentation of processes that were scrutinised and approved  
by an independent oversight body. 

If there is only one supporter for a significant decision, you may need ‘more strident 
safeguarding, or you’d want multiple perspectives in situations that involve serious risk 
…to the person or others. That way you could target resources at the more significant 
decisions – maybe the sale of property – ‘some independence around decision-making  
that was happening there would be feasible and reasonable to expect’.… there could be 
a policy that would require something more significant than just documenting a regular 
process. (service provider)

Maybe not a guardian in its current form ‘but someone who looks at the decision proposed 
to be made and I guess tests the veracity of that decision in terms of what the person might 
choose for themselves… (advocate-generic)

When making a ‘best interpretation’ of a person’s will and preferences and the 
consequences are serious – eg., life-altering surgery – need ‘some means to intervene 
beforehand’ and ‘have people record the reasoning for their interpretation of will and 
preferences…’ (family-disability)
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Roles of oversight and monitoring bodies

Respondents saw the necessity for one or more bodies to take responsibility for capacity 
building and oversight of standards. They were however reluctant to establish new bodies  
and saw these functions could be added to existing quasi government or non-government 
agencies which already had expertise in this type of work and public respect.

I’m not imagining some new agency that gets set up to check on supporters of decision-
makers; to administer it would be heavy-handed, and not a good use of resources. 
(advocate-generic)

Probably the OPA [Office of the Public Advocate] because the community visitor program  
is close to it. Parents do have confidence in the OPA. (family-disability)

Dispute mediation

A final aspect of oversight and monitoring was the mediation of disputes between those 
involved in supporting a person with a disability to make decisions or between the person and 
supporters. Respondents described the success of various different approaches to mediation 
they had experienced. Examples were work undertaken an adult safeguarding unit in SA which 
took referrals from anyone who identified problems with the support being provided, and an 
elder care mediation service managed by Relationships Australia.  

You can make a report to the adult safeguarding unit and they can come and work with 
the carer to make them realise that the adult can make their own decisions with support. 
(advocate-generic) 

…could be quite distressing for both parties if the relationship is suddenly shaken up.   
So, we need to make sure that we address it in a way that supports everybody and doesn’t 
create too much distress and provides those tools and skills.  Then obviously if things are 
not working down the track, then there may need to be further intervention.  If there’s been  
a serious crime or something that needs to be investigated in its own right.  But yeah,  
taking where possible and where appropriate, taking a supportive approach is probably  
the preferred option. (advocate-carers)

Opportunities for mediation with family members supporting an older person were perceived  
as helpful in avoiding conflict escalating to the stage where more formal processes such as  
an application for guardianship might be necessary, 

I do think there should be more mediation particularly for older people…in guardianship, a 
lot of time gets wasted on the fact that you’re really dealing with the emotional state of the 
family members involved…So I think it would be nice to have a process of discussion and 
mediation with very skilled people before you got to guardianship. (advocate-disability)
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3.4.11 Mechanisms for advance planning 

Respondents from across the aged care, disability and mental health sectors all saw the 
value of mechanisms to enable advance planning for decisions that would need to be made 
in the future and which enabled a person to express their preferences ahead of that time. 
The situations where such advance planning might be relevant varied across sectors. Most 
commonly mentioned were various types of advance care directives that expressed a person’s 
values, specific instructions or nominated a future substitute decision maker about issues 
of end-of-life care or medical treatment. Respondents suggested these were increasingly 
becoming a requirement of aged care services with benefits both for the individual but also  
in reducing risk for service providers. 

Need to get end of life things done long before dementia comes in… have to choose  
the right people. (advocate-aged care).

However, planning for decision-making about future care was not seen to be without problems. 
In relation to older people, honouring advance care directives was seen as challenging and 
often as one of many factors substitute decisions makers might weigh up. The issues were 
summed up in one focus group discussion. 

So, if you’re someone whose made an Advance Care Directive prior to diagnosis for dementia, 
there’s one line of thinking that suggests that should be honoured regardless of any changes 
that you might experience if you have cognitive impairment or dementia…Then there’s another 
whole line of debate that argues, “Well no, dementia is a transformational experience and that 
any changes that occur, in that experience, need to be respected, and any change in wishes 
accordingly, including in relation to health needs, also need to be respected. So again, getting 
back to the earlier point, that may not be perceived as being in someone’s best interest, but 
it still has to be listened to and respected…There is a middle line here, and it’s actually what 
many people, supporting people with dementia, do anyway which is balance. Knowledge of 
previous wishes, whether documented or otherwise, or just verbalised, and current wishes  
or preferences if they’re expressed and even if they’ve changed. (advocate-aged care)

Several respondents also expressed concern that tools such as values directives, which  
were designed to inform future decisions were open to abuse as they were not always 
completed by the person themselves. As one respondent said in the context of the current 
Victorian legislation:

…there’s a different form for someone who’s not seen to have decision-making capacity, and 
that’s the values and preferences form, and that’s a completely separate form that the person 
doesn’t have input in, it’s filled out by someone else on their behalf. (advocate-aged care)

As with many other elements of a supported decision-making framework, the need for education 
and capacity building was seen as a critical element in the effective use of mechanisms that 
sought to inform future decision-making:
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people get appointed as substitute decision makers under Advance Care Directives,  
and people just think it’s an opportunity to make decisions for a person as opposed to with 
the person.  … [we are developing] education tools in relation to Advance Care Directives 
focusing on substitute decision makers because we want them to be educated and trained  
in supporting people to make their own decisions for as long as possible, or if they have  
to make them for them that they focus on the person’s wishes and that objectivity… it’s  
an education piece really…if there’s no guardianship formal order in place there’s no one  
to account to…it’s education and education. (advocate-generic)

Several respondents raised the potential value of advance planning for change of a primary 
decision supporter for a person with intellectual disabilities in the future. As one family member 
said, this could avoid unnecessary formal processes.

If you have recognised/appointed role of a supported decision maker then when parent  
dies, it is also recognised that someone needs to step into the role – maybe have a list  
of default decision makers – like the ‘person responsible’ hierarchy – don’t want to have  
to go to VCAT every time – only if someone challenges the hierarchy. (family-disability)

Appointment of a future primary decision supporter would facilitate the broader issue raised 
by several respondents about the future care of a person with intellectual disability when 
their primary carer died. Rather than perhaps locking a person into rigid plans for care and 
accommodation for some time in the future, appointment of future decision supporters could 
mean greater flexibility and opportunity for greater involvement of the person themselves at  
the time decisions had to be made. 

3.4.12 Co leadership by people with cognitive disabilities

Several respondents raised the importance of including people with cognitive disabilities 
themselves in consultation and design processes for supported decision-making programs. 
Their absence from law reform processes and debate about supported decision-making was 
seen as one of the reasons for the slow progress of reform. Putting forward the position that 
an element of a supported decision-making framework should be the inclusion of people with 
people with cognitive disabilities in leadership of supported decision-making and program 
design one disability advocate explained:

Yeah. I think that people with disability really do need to genuinely be part of the process and 
I think there should be some requirements even about employing people because again, it’s 
a cultural change for the organisation itself. And I think part of the reason why we don’t have 
legislative change is because none of the people who are involved in decision-making are 
people with disability or kind of any skin in the game. We might have someone who happens 
to have a family member, but it’s not integral to the decision-making process. So, I think 
that just entire absence of experience is problematic, so I think the presence of people in 
genuine co-design or genuine consultation should be built in somehow. (advocate-disability)
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3.4.13 Adequate funding 

Adequate funding to resource all element of a supported decision-making framework, in 
particular: best practice; capacity building; oversight and monitoring, and building social 
networks were consistently raised by respondents. Some pointed to the potential of existing 
agencies both government and non-government involved in supported decision-making but 
also the limited resources available to further this work. As already discussed in other sections 
respondents were wary of introducing programs, standards or monitoring of these without 
sufficient resources. 

3.4.14 Formal social connection building strategies

As already flagged, respondents consistently identified the inequities experienced in supported 
decision-making initiatives by people who did not already have strong and resourceful family or 
other social connections outside of service systems. Yet as several remarked it was this group 
whose perspectives were seldom heard.  

We’re interested in that person who is really super-quiet and is no problem to anybody, 
because maybe that person doesn’t have any family, and has needs that are just being 
ignored…. (advocate-disability) 

Although the significance of building social connections for those without them was raised, 
and overarching approaches were identified, there was a sense that there was very little real 
evidence about successful strategies or costs of this type of work. Initiatives that were identified 
were those of family based organisations and tended to rely on a person already having a core 
supporter around whom a network could be generated. 

Need more work on how to find people to be supporters. (professional) 

You can have a circle of friends…It has to commence with the family or someone who’s 
extremely involved and fond of the individual. Paid staff cannot play that role. It is important 
for Dave he knows the difference between paid staff and friends…But a paid support worker 
with a dedicated role could absolutely help build a circle of support – but not be part of it. 
(family-disability) 

Have to have a core key person that will then build a network around them and maintain the 
network – in the long term doesn’t have to be expensive…built around facilitator of networks 
around a person – doing a few hours a month. Takes longer to get them up and running but 
once established, not a lot of hours. (family-disability)

Whether formally constituted micro boards were one mechanism for building networks would be 
useful for those without networks was suggested but the requirement for a minimum number of 
members was seen as an obstacle. 
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…it certainly takes some intentionality from the people that commit, for sure, which is 
potentially where the micro board model has a bit more stickiness to it, because it creates  
a legal entity that requires a formal decision if you’re going to dissolve it. If you get less than 
six people or five people whichever State you’re in, then you don’t have enough members to 
be an incorporated association, so you have to wind up. That’s one of the safeguards for a 
person in the long haul, if it’s a legal entity, it doesn’t need to be particularly onerous in terms 
of expectations of people, to keep it going is a legal entity. But it means that there’s that 
commitment to keep this thing alive. (family-disability)

3.5 Supported decision-making and advocacy – supporting 
a decision or addressing issues 
Several respondents suggested a Venn diagram could illustrate the overlapping and distinctive 
elements of supported decision-making and advocacy. The distinction between the two was 
summed up by a self-advocate, 

Supported decision-making is when I ask someone to help me make a decision - Advocacy 
is someone representing me. (self-advocate)

Independence from service systems and skills such as listening to the person, ensuring 
awareness of options and making information understandable were seen as common to both 
advocacy and supported decision-making. However, some respondents warned of generalising, 
pointing to differences in advocacy, suggesting that some types were more aligned with 
supported decision-making than others. 

If you’re an advocacy organisation that primarily stands in front of the person and speaks  
on their behalf, [that’s] not very aligned with supported decision-making. But if advocacy 
model is standing beside the person or behind them, then very aligned. (service provider)

Reflecting that advocacy stands in front of people, one of the self-advocates saw supported 
decision-making as more empowering than advocacy which from their perspective could  
be paternalistic:

[supported decision-making] helps people to be able to tell the world what they want 
…advocacy is literally speaking for someone when they can’t speak for themselves, 
whereas supported decision-making is enabling their voice to be first, front and centre  
of the conversation…it fosters confidence and self-belief, whereas advocacy is something  
I consider to be quite paternalistic, you know? As well-intended as it is. (self-advocate)

While those acting as advocates might support decision-making it was not seen as core to their 
work, and they were unlikely to have time to build the relationships necessary for good decision 
support or to develop a person’s own confidence and skills for decision-making. Similarly, 
advocacy could be part of decision support but was not a central role of decision supporters.  
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A key difference was seen as when a decision was made. Advocates’ involvements in decisions 
were more likely after decisions had been made by the person themselves or by others at a time 
when the focus was on implementing or challenging it.

A lot of advocacy is also trying to help the person to self-advocate, but with advocacy people 
know the decision and often make the decision. They just want assistance in getting their 
way. (advocate-carers)

Advocacy was more likely to occur at a time of crisis and only involve a short-term relationship with 
the person whereas decision support often required a longer-term relationship. Some respondents 
thought advocacy required more knowledge of service systems than supported decision-making, 
while in contrast knowledge of the person was core to supported decision-making.

…decision support is about the process of making decisions, and advocacy is about 
addressing issues and taking action, but beyond that, I think they’re very closely related. 
…I think decision support is more about focussing on the person and where they’re coming 
from, and what they want, and advocacy is more about how we get the system to work with 
what we need for the person’. ‘…in our mind, advocacy is pretty much issue specific – so 
domain knowledge is very useful – to resolve an issue. supported decision-making is more 
client focused on what you need to know about the person and what they prefer. The need  
is ongoing. (advocate-disability)

3.6 Implementing supported decision-making – obstacles
Many of the obstacles to implementing supported decision-making identified by respondents 
were associated with elements of a supported decision-making framework they identified but 
which they considered would be difficult to create, including: adequate funding, acceptability 
and common understanding of supported decision-making; effective monitoring and insufficient 
evidence for building social networks.

3.6.1 Formative state of knowledge and variable commitment  
to supported decision-making

Despite debate among advocates, academics and the disability sector over the last ten 
years, and various pilot supported decision-making programs, respondents considered 
uncertainty about the meaning and implications of supported decision-making would impede 
its implementation. In their view supported decision-making was not widely understood or 
embraced across sectors and knowledge was uneven between sectors. 

…there’s a part of the disability sector that uses the terms, and then the vast majority of  
people with disability themselves, and the providers and the NDIA and everybody else,  
this is all foreign to them. (advocate-disability)
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...older people’s human rights around decision-making get dismissed much more quickly 
than in the disability sector. (advocate-generic)

The patchiness of knowledge and embracing of supported decision-making across sectors 
compounded difficulties of implementing a national, cross sector, cross State and Territory 
approach to supported decision-making associated with Commonwealth / State / Territory 
jurisdictional arrangements.

Need to look at aligning regulation across care systems while also acknowledging the need 
for some difference…. Very hard to have oversight across different sectors re abuse and 
neglect because rules and reporting are different, state and federal etc, different restrictive 
practices regimes. (advocate- carer)

Even in the disability sector, where supported decision-making had gained most exposure, 
respondents raised questions about the commitment of service providers to supported  
decision-making and their willingness to promote it. The reluctance to embrace supported 
decision-making was seen to stem from the potentially conflicted position of service providers  
in respect of decisions made by the people they supported or when a person they supported 
and family members held differing opinions. 

...if an adult is surrounded by providers and others who have a vested interested in keeping 
them within their clutches then they won’t be encouraged to do supported decision-making  
– vicious cycle of vulnerability. (advocacy-disability)

Service providers can be reluctant to challenge family where family are undermining the 
person. (advocate-disability) 

Related to this were concerns that some services providers might adopt a minimalist or ‘lite’ 
approach to supported decision-making which might satisfy standards but would fail to have  
any substantive change in the way people were supported to exercise their rights. 

There is supported decision-making ‘lite’ where workers try and give simple choices – 
Weetabix or porridge but not enough…Providers are very traditional – but they can tick 
boxes for quality audits re pseudo choice –eg., menu and day program …But providers don’t 
seem to really sit down with the person and work out their choices. (advocate-disability)

In terms of knowledge, respondents drew attention to the critical role that support networks 
around a person played in supported decision-making. For some people there would be a need 
to build and nurture networks from a very low base, but respondents perceived there was very 
little evidence about how this could be done for people without strong family support or about the 
costs involved. While respondents pointed to family based organisations which had developed 
strategies to build circles of support and micro boards, drawing on international work from 
Canada, no parallel work was identified for those without family members. As respondents said, 

We don’t yet know how to build informal networks. (advocate-mental health)

Natural relationships are the best, keep people safest – need paid support though to build 
those relationships – long-lasting relationships – NDIS is all about inclusion. (professional)
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3.6.2 Scale of costs and capacity 

Adequate funding for supported decision-making programs and capacity building were seen as 
key elements of any supported decision-making framework. The costs of implementing effective 
supported decision-making, particularly for those who are isolated, have high and complex 
needs or without informal support were perceived as high and potentially an impediment to  
the development of supported decision-making. 

But it won’t suit the NDIA if those recommendations are expensive to the NDIS, if it requires 
additional funding. (advocate-disability)

Many respondents reflected on the underfunding and consequent overloading of the current 
infrastructure such as Offices of Public Advocates (OPA) or Guardians, which though well 
placed to further supported decision-making systems could only do so with additional funding. 

Systems such as public guardians are inadequately funded. Guardianship processes can  
be improved, but basically the architecture is pretty reasonable. (advocate-mental health)

OPA caseloads are too big, so they don’t have the time. (advocate-generic)

My view is that with supported decision-making the OPA is ‘in crisis’. They are unable  
to address guardianship requests in a timely way, there is a long wait for guardians, they  
are well under-resourced. As an advocacy service we might look to the OPA to better 
understand decision support but ‘they’re struggling to implement the law really’…There  
is a risk in trying to do supported decision-making in haste – could be a disaster for some 
clients. (advocate-disability)

3.6.3 Following through on rights and enabling risks 

Supported decision-making, as a rights based approach to decision support challenges 
individual supporters and service systems more generally in terms of the risks it poses. Supported 
decision-making means discarding the notion of ‘best interests’ and enabling people to experience 
the dignity of risk. Potential impediments to implementing supported decision-making were seen 
as the risk appetites of governments. Respondents remarked on what they saw as an increasing 
risk averse position taken in the aged care and disability sectors. 

…it comes down to that risk aversion, “We don’t want to get ourselves into trouble, we  
need to do whatever we can to make sure that this person stays safe,” but then in doing 
so you’re not giving that person the dignity of risk to do something, to make a decision that 
might not really be in their best interest, but it’s what they want to do, like going outside 
unattended, you know….I mean the locked door thing, that comes up so often, “We lock  
the door because if they go out into the garden they might trip and fall and then they’ll end 
up in hospital,” “Well, they’re miserable stuck inside and not being able to go out and sit in 
the garden.” (advocate-aged care)
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Challenges with risk – especially for statutory substitute decision maker – pendulum  
swings in terms of public/political tolerances and with the Anne Marie Smith case  
tolerance for allowing risk has reduced. (advocate-generic)

They also warned of the dangers of allowing risk to dominate the design of supported  
decision-making, as the majority of situations were unlikely to revolve around these issues. 

Don’t get stuck at the pointy end of high risk because you ‘lose sight of the fact that like  
95 per cent of decision-making may not sit in that space’.  The culture needs to be enriching, 
not about containing or minimising risk…. You need to have systems to protect people from 
the unscrupulous supporter – but the system needs to be designed with the 95 per cent in 
mind – and have safety nets in place for the minority. (service provider)

In terms of the practice of individual decision supporters, respondents saw that furthering an 
individual’s long-term wellbeing as well as their decision-making rights were subtle and skilled 
tasks, which at times might mean overriding immediate preferences and adopting a best 
interests approach. For example, Citizen Advocacy programs which aim to build long term 
mentor/mentee relationships for people with disabilities to support a good life, were clear that  
a mentor might override preferences and act in the best interests of a person to further their 
long term wellbeing. 

…it’s about protection. And that’s why the person’s best interest is such a priority …. Have 
seen systems guided by ‘expressed wish’ and person can get themselves into even more 
damaging situation. So expressed wish is not our priority. (advocate-disability) 

Similar sentiments were expressed by respondent about supporters in other decision-making 
contexts such as aged care where a person’s preferences might change as support  
needs increased. 

And then there’s a balance between what the perceived preference is now with the risk and 
the best interests that has to be weighed up too. So, it feels like supporters, in this field, 
don’t want to give up the best interest element of decision support. (advocate-aged care)

As well as competing priorities about rights, wellbeing and safety, respondents also noted 
tensions in the current design of the NDIS as impediments to supported decision-making. The 
primary issues in relation to the NDIS were seen as the absence of a formal supported decision-
making scheme for participants, any capacity building or oversight of nominees, or monitoring 
by NDIS planning or Local Area Coordinator (‘LAC’) staff, about the quality of informal decision 
support for participants. These issues were noted as having been the focus of a recent issues 
paper and consultation by the NDIA, which at the time of writing was being analysed. 

As well as these broad issues, several more nuanced aspects of the NDIS design were raised 
which were thought to pose potential impediments to the implementation of supported decision-
making. One of these was the requirement for NDIS participants to enter into formal contracts 
with service providers and the legal frameworks that prevented some people with cognitive 
impairments from doing so and drove a push for appointment of substitute decision makers.
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…competing forces at play, but we see the human rights developments that are increasing 
the call for supported decision-making in opposition to substitute. But then, we have service 
developments down into disability spaces, they are increasingly seeking decision-making 
authority, which led towards the substitute decision-making, which is problematic.  
(advocate-generic)

A second NDIS design issue was the process driven nature of the planning system and the  
time constraints imposed on the LAC role.

NDIS doesn’t really allow LACs to do supported decision-making because we are required 
to follow a sequence of events in a planning process that isn’t sympathetic to complex 
experience…supported decision-making requires a long time to establish trust and 
rapport and the NDIA doesn’t allow for that time…. They have done a ‘time motion study’ 
and estimate planning takes 4 to 6 hours – this doesn’t allow for people with nuanced 
communication needs. (service provider)

Related to NDIS planning process was the relationships between those who may be involved  
in planning processes for a participant, who may include a formal nominee as well as  
other supporters. 

Needs to be a change in the planning process and more clarity about nominees. There 
needs to be a clear distinction between people involved in the planning process with 
authority to make decisions, and people who are supporting decision-making. This  
difference is not clear at the moment. (service provider)

A further tension raised that might impede supported decision-making was the juxtaposition  
of the rights of people with cognitive impairment with those of their carers which are recognised  
in legislation and would need to be taken into account as part of supported decision-making 

Need to understand that carers are there providing support and that ‘people don’t exist in  
a vacuum’. Carer Recognition act – states the rights of carers. Not enforceable but requires 
agencies to consider carers in development of supports. (advocate-carers)

3.6.4 Evidence gap about alternative and more collective 
perspectives about decision making
Many respondents raised questions about the applicability of supported decision-making to  
First Nations people with disabilities, referring to the community based and collective approach 
to decision making by indigenous cultures. One respondent explained this approach in detail 
which we have quoted at some length given the absence of documented accounts, evaluations 
or research evidence about this approach. 

we see it very much as our community is a collective community. Supported decision-making 
for a person who has a disability or doesn’t have a disability is often the same. It’s always 
a group consensus about what can and can’t be done particularly in more rural, regional 
and remote communities…. And because we have a very well-built understanding of our 
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governance structure and our authority structures, we know who needs to be part of the 
decision-making process. We have been doing circles of support long before it became 
known as circles of support. … And literally we do sit and decide who is going to make the 
decision and who needs to be involved in that decision-making process. And it doesn’t mean 
that we’re taking away the autonomy of the individual. The individual is still centred but the 
decision is collectively made about what’s best for that person. And literally it is our way of 
doing the circle of support whether you have a disability or not… We hear what they want 
to – we hear what they say. We know what they mean through either their behaviour, their 
words and then we’ll sit down and have a discussion about what’s the best way to support 
that individual to do what they need to be able to do. 

For us, we would say in the framework it’s codesigning with the person if we’re going to use 
white person language. But that’s the outcome of supported decision-making. The principle  
is to get the individual to have a sense of agency about their own life and the principle is  
based on belonging. It has to – every time we’ve seen change in an Aboriginal person with  
a disability, it’s because they belong. That is the principle. That is unwavering. That gives the 
person a sense of individual agency because they know there’s a level of trust to be supported 
as people that make decisions. That’s the most profound thing if that makes sense. The 
second is understanding that cultural safety. Out of that sense of trust comes cultural safety.  
I feel safe with you. I feel safe with this organisation because the organisation has changed  
its systems and its method of working by having cultural safety. (service provider) 

Some confusion, however, was evident between the community or collective approach to 
decision-making preferred by First Nations people and a supported decision-making approach 
that relied on an informal or formal group of supporters which retains a focus on the individual. 

Need to recognise collectivist decision-making – eg., micro boards, but also Aboriginal  
and Torres Strait Islander and CALD communities. (professional) 

3.7 Facilitators of supported decision-making
Far fewer facilitators of supported decision-making were raised, than impediments to the 
process of supported decision-making. However, several important facilitators were identified. 
First of these was the very considerable, though under resourced infrastructure around 
advocacy and decision support across Australia in the variously named Offices of Public 
Advocates and Guardians. Added to this was the shift to individualised programs in disability 
and aged care which meant relatively simple mechanisms were already in place to allocate 
funding for a formal paid decision supporter to individuals which could then be purchased  
as part of a package from established providers. 

Need to include supported decision-making in NDIS plan so that adults can purchase 
support.…Could also include funding in aged care packages. (advocate-generic)

Could come from independent advocacy system since that is already set up – need to be 
independent, like an advocate is. (advocate-disability)
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4. Discussion 
The findings from this study capture the perspectives about supported decision-making from 
a broad range of people with lived experience of cognitive disability, and those who interact 
with this group as supporters, advocates and service providers. They were experienced and 
knowledgeable respondents; speaking from their own experiences and broader, sometimes 
significant, knowledge of the literature about supported decision-making. 

The perspectives of participants in the study demonstrate the diversity of contexts, support, 
supporters and decisions encompassed by the single concept of supported decision-making. 
They point to differing proportions of their life course a person might need supported decision 
making and the differing points in the life course where the need arises. Despite this diversity, 
there were few divergent views between different groups of participants. Rather there was 
a remarkable consensus about some issues and many overarching similarities in their 
perspectives. These included, for example: 

• the significance of supported decision-making in furthering rights and wellbeing of people 
with cognitive disabilities; 

• the key elements of practice such as the importance of relationships and knowing the  
person and taking a reflective approach; 

• uncertainty about where the boundaries might be between supported and substitute 
decision-making;

• the ambiguities of including people with more severe cognitive disabilities under the  
umbrella of supported decision-making yet a desire to do so; 

• the dilemmas for supporters of respecting the dignity of risk;

• the recognition that much supported decision making happens informally in people’s  
day-to-day lives; 

• the need for comprehensive culture change and capacity building to embed supported 
decision across service systems, institutions and professionals’ practice;

• the need for continued innovation of programs, practices and policies about supported 
decision-making that demonstrate diverse ways of applying a set of universal principles  
and avoiding prescriptive models at this stage of its development, and

• the inequities of access to supported decision making among people with cognitive 
disabilities and absence for some people of meaningful social connections beyond paid staff. 

Some of the findings align with existing knowledge and much debated issues in the literature, 
such as the differing pace sectors have taken in adopting supported decision making, the 
conundrums of including all people with cognitive disability in supported decision-making and 
dilemmas presented by competing the rights of autonomy and safety. Other findings add new 
knowledge to the literature particularly about the perceived benefits of supported decision-
making, its role in social change and its difference from advocacy. Perhaps most importantly, 
the study adds new knowledge about the principles and essential elements of a framework 
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for supported decision-making and the potential obstacles to be addressed for success of 
ambitious and comprehensive reforms. 

This study formed the basis of the final stage of the project which synthesised its findings  
with those from the literature review,3 a survey of work in progress4 and consultations with  
an advisory group. During this process, we distinguished between principles of a framework, 
that inform all aspects of supported decision-making, and elements that guide development 
and act as design imperatives for operationalising principles and the development of supported 
decision-making law, policy, and programs. We recognised that three of the fourteen essential 
elements of a framework identified in this study (right to participation, decision making and 
support; targeted programs to compensate for inequities and co-leadership by people with 
cognitive disabilities) were more akin to principles than elements. We also collapsed four 
elements (supporters-principles; time – a prerequisite for good support; decision support 
practice frameworks; and adherence to best practice models) together as they all relate to  
best practice and ethical supported decision-making. The Final Report5 incorporates much  
of the empirical evidence from this study and explains the rationale for a proposed framework  
for supported decision-making which is represented in the figure below. 
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