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Executive Summary
[bookmark: _Toc321383955][bookmark: _Toc321391750]Purpose
To recommend changes to current NDIS policy and practice that will enhance support for decision making of people with intellectual disability
[bookmark: _Toc321391751]Key issues in context
Supported decision making is the term used internationally and across Australia to describe the process of providing support to people to make decisions and remain in control of their lives.  Supported decision making starts from the premise that everyone has the right to participate in decision making and everyone draws on some support at some time to make some decisions. 
Supported decision making draws on a support paradigm that recognises that sufficient and effective decision making support compensates for difficulties in decision making. For many NDIS participants with intellectual or cognitive disability, decision making support will be reasonable and necessary to enable them to achieve their goals.
Currently supported decision making does not exist in a legal framework in Australia. This is because there is no provision for the legal recognition of, for example, shared decision making or standing for supporters. 
Article 12 of the UNCRPD and the aspirations of the NDIS Act however compel the NDIA to take steps to support the decision making of participants. Practice overseas and in Australia tells us that there are many elements of support for decision making that can be implemented within current legal frameworks.
Decision making for most people with cognitive disability currently relies on informal arrangements where decisions are made by others, often in the person’s ‘best interests’ and may not consider or include the person’s will and preferences or opportunities to try new experiences. For most, the decisions made by informal decisions makers are motivated by a deeply held commitment but reflect the constraints of the time, place, context and government funding (including low expectations and a focus on safety and avoiding risk). They reflect a period in which there was little choice and no control and hence the preferences, interests and life opportunities of person with disability were forced into competition with those of family members. The voice of families and services were privileged without looking at possible conflicting interests. Little interest was paid to the voice, views and preferences of the person. 
The concept of supported decision making (based on the premise that everyone has the right to participate in decision making about their life and their situation) is relatively new in Australia and research and practice is gradually emerging. There are few resources aimed at supporting informal decision makers whose motivation, in the main, has been a deep commitment to the person for whom decisions are being made.  Supporters however have lacked guidance and examples of how to give voice to and support the decision making capacity of the person with disability.
Even the language used to describe strategies to assist people with disability to make decisions is undecided. The Australian Supported Decision Making Network[footnoteRef:1] proposes the development of a National Framework including the establishment of consistent language to underpin consistency of participation and practice. Ultimately the NDIS should adopt the language of the National Framework. In the meantime however, the IDRG uses the term ‘support for decision making’ on the basis that it as a term used only to describe a practice framework, thereby distinguishing itself from legal frameworks that may or may not be passed in Australia. [1:  A network set up in 2012 to facilitate the implementation of supported decision making in Australia. The ASDMN has more than 80 members including people with disability, families and members involved in service delivery, advocacy, government and academics. Government members contribute on the basis that their input is not taken to commit their government to a particular course of action.
] 

This report seeks to progress the issue of support for decision making in the context of the NDIS. In preparing this report, the IDRG engaged with a select group of leaders, academics and practitioners working in the area of supported decision making (identified in Appendix A) to explain current NDIA practice, identify challenges and recommend enhancements. This report summarises the key issues identified.
[bookmark: _Toc314811912][bookmark: _Toc314824191][bookmark: _Toc315358226][bookmark: _Toc315358640][bookmark: _Toc315860194][bookmark: _Toc315952058][bookmark: _Toc316124524][bookmark: _Toc316126987][bookmark: _Toc321383957][bookmark: _Toc321391752][bookmark: _Toc314757013][bookmark: _Toc314761802][bookmark: _Toc314757012][bookmark: _Toc314761801][bookmark: _Toc314811911][bookmark: _Toc314824190]The nature of support for decision making 
Understanding and applying the emerging evidence is a key challenge for the Agency, compounded by the fact that support for decision making is a process that takes time and can look very different in practice for different individuals. The rapid growth in the number of participants at surge together with the limited early roll out of the ILCB means that few resources will be available to support the process. This will represent a gap in provision for many participants if not addressed. 
[bookmark: _Toc315358227][bookmark: _Toc315358641][bookmark: _Toc315860195][bookmark: _Toc315952059][bookmark: _Toc316124525][bookmark: _Toc316126988][bookmark: _Toc321383958][bookmark: _Toc321391753]Promotion of support for decision making
Many people are completely unaware of the concept and process of support for decision making. A systematic approach to raising awareness and providing targeted information is required for people with disability, families, informal supporters, NDIA and outsourced staff and service providers. Consistent messages that address the varied interests and challenges of different audiences will need to be crafted.
[bookmark: _Toc314811914][bookmark: _Toc314824193][bookmark: _Toc315358228][bookmark: _Toc315358642][bookmark: _Toc315860196][bookmark: _Toc315952060][bookmark: _Toc316124526][bookmark: _Toc316126989][bookmark: _Toc321383959][bookmark: _Toc321391754][bookmark: _Toc314811913][bookmark: _Toc314824192][bookmark: _Toc314757014][bookmark: _Toc314761803]Capacity building for participants and supporters
There is little capacity building for participants and supporters in relation to decision making. Some resources are available online but in general they are underutilised. Services and supports will not be available in the ILCB for some time and the ILCB Commissioning Framework has no provision for prioritising one form of capacity building over another. This leaves the possibility that support for decision making may not be available through the ILCB in all areas and looms as an issue of critical importance.
[bookmark: _Toc315358229][bookmark: _Toc315358643][bookmark: _Toc315860197][bookmark: _Toc315952061][bookmark: _Toc316124527][bookmark: _Toc316126990][bookmark: _Toc321383960][bookmark: _Toc321391755]Allocation of support for decision making in the preplanning, planning and plan implementation processes
Staff involved in planning will have a key role in identifying the type and adequacy of current decision support of participants and potential participants. Developing effective processes that staff can use within the constraints of surge and the limited early roll out of the ILCB are significant challenges for the Agency that need to be addressed urgently.
The paper identifies the most vulnerable participants and proposes a pragmatic pathway forward. The most vulnerable participants are seen as those who live in closed systems such as group supported accommodation, lack effective informal support and have no unpaid supports in their lives, are involved in fundamental life changes in their first plan (e.g. moving out of an institution), are connected to the criminal justice or child protection systems, have different views to their family / informal supporters and have families whose views are in conflict with principles of NDIS.
[bookmark: _Toc314757010][bookmark: _Toc314761799][bookmark: _Toc314811909][bookmark: _Toc314824188][bookmark: _Toc315358224][bookmark: _Toc315358638][bookmark: _Toc315860198][bookmark: _Toc315952062][bookmark: _Toc316124528][bookmark: _Toc316126991][bookmark: _Toc321383961][bookmark: _Toc321391756][bookmark: _Toc314757015][bookmark: _Toc314761804][bookmark: _Toc314811915][bookmark: _Toc314824194][bookmark: _Toc315358230][bookmark: _Toc315358644]Nominees 
The NDIS nominee provisions attempt to bridge the supported and substitute decision making regimes and as such the NDIA will need to provide clear guidance as to how nominees can support decision making. Without this type of contextualisation, NDIS nominee provisions could be a form of substitute decision making that would diminish the choice and control of NDIS participants rather than enable them to have greater choice and control over their lives.  
The NDIA rarely appoints nominees despite having the capacity to do so.  While this might seem consistent with minimal formal intrusion on participants’ rights to make their own decisions, in practice it usually leaves substitute decision making by informal supporters in place without the requirements and safeguards outlined in the NDIS Nominee Rules. In many of these situations, education, mentoring and peer support will assist informal supporters to provide effective and accountable support for decision making. However where no effective informal support exists, the availability of supporters for decision making presents a challenge. 
The issue of the source of support for decision making is relevant. The NDIS rules leave open the option of service providers providing support for decision making; guardianship is sometimes pursued and trial sites often use Support Coordination and Intensive Support Coordination as part of assisting a participant to make big life decisions. The differential use of nominee provisions, Support Coordination and Guardianship warrants discussion. 
[bookmark: _Toc314757011][bookmark: _Toc314761800][bookmark: _Toc314811910][bookmark: _Toc314824189][bookmark: _Toc315358225][bookmark: _Toc315358639][bookmark: _Toc315860199][bookmark: _Toc315952063][bookmark: _Toc316124529][bookmark: _Toc316126992][bookmark: _Toc321383962][bookmark: _Toc321391757]Decision making for children and young people under 18
Parents work with the NDIA on behalf of most children and young people. Challenges occur where parents are not willing or able to fulfil their obligations under the NDIS legislation or where they make planning decisions for their child that are inconsistent with the objects and principles of the NDIS Act.
[bookmark: _Toc315860200][bookmark: _Toc315952064][bookmark: _Toc316124530][bookmark: _Toc316126993][bookmark: _Toc321383963][bookmark: _Toc321391758]Market failure in relation to support for decision making 
Across the disability sector, there is currently very limited understanding of support for decision making. This is the case particularly for providers of core supports whose staff should support decision making in people’s day to day lives. Even in capacity building organisations, understanding of support for decision making is variable.
[bookmark: _Toc314757016][bookmark: _Toc314761805][bookmark: _Toc314811916][bookmark: _Toc314824195][bookmark: _Toc315358231][bookmark: _Toc315358645][bookmark: _Toc315860201][bookmark: _Toc315952065][bookmark: _Toc316124531][bookmark: _Toc316126994][bookmark: _Toc321383964][bookmark: _Toc321391759]Research coordination to build an evidence base
Trials of different ways of delivering support for decision making are in train or have taken place in NSW, Victoria, South Australia and the ACT. From these we will gain insights into sources for recruitment of supporters, training and support requirements and a framework to distinguish support for decision making from informal supporters through to formal substitute decision making. A number of tools and resources were developed using the NDIS Practical Design Fund and an ARC Linkage Grant over four (4) years will enable a randomised control trial to see whether an evidence based training program changes the practice of supporters of decision making. 
Research coordination is essential to understand the emerging evidence and operationalize good practice at scale. The NDIA may well have a role in supporting the development of accessible research so that participants, families, services and the NDIS become consumers of research, better able to make evidence based decisions.
[bookmark: _Toc321391760]Recommendations 
[bookmark: _Toc316124533][bookmark: _Toc316126996][bookmark: _Toc321383966][bookmark: _Toc321391761]Recommendations in relation to the nature of support for decision making: 
That the Agency:
1. Develops a set of practice guidelines for decision making in the NDIS. The practice guidelines to be based on the National Decision Making Principles outlined by the Australian Law Reform Commission.
2. Strengthens its relationship to researchers to ensure the emerging evidence base strengthens and informs: 
· Capacity building in the ILC
· The work of Support Coordinators
· Items in the Support Catalogue
· Support in packages of reasonable and necessary support.
[bookmark: _Toc316124534][bookmark: _Toc316126997][bookmark: _Toc321383967][bookmark: _Toc321391762]Recommendations in relation to promotion of support for decision making
That the Agency:
3. Co-designs and promotes information about supported decision making targeted to the varied audiences. 
4. Ensures that the issue of support for decision making is addressed in preplanning sessions and all capacity building activities funded through the ILCB.
5. Ensures that the ILCB Commissioning Framework includes support for decision making as one of the key deliverables of funded services.
6. Builds requirements in relation to support for decision making into the provider registration process.
[bookmark: _Toc316124535][bookmark: _Toc316126998][bookmark: _Toc321383968][bookmark: _Toc321391763]Recommendations in relation to capacity building for people with disability and supporters
That the Agency:
7. Ensures that the ILCB Commissioning Framework include support for decision making as one of the key deliverables of funded services.
8. Provides support for decision making in the plans of participants especially where capacity building in relation to support for decision making is unavailable or likely to be insufficient in the ILCB.
[bookmark: _Toc316124536][bookmark: _Toc316126999][bookmark: _Toc321383969][bookmark: _Toc321391764]Recommendations in relation to the allocation of support for decision making
That the Agency
9. Ensures that Agency and outsourced staff who undertake planning activities can describe, recognise, demonstrate and foster good support for decision making practice for participants.
10. Adopts a pragmatic approach to support for decision making during surge whereby: 
· The concept and practice of support for decision making is emphasized in preplanning workshops and interaction with the LAC
· Capacity building training and resources are readily available through the ILCB. This includes skill building opportunities for participants and a range of potential supporters
· In areas in which participants transition into the NDIS prior to the roll out of the ILCB, that the NDIA runs information and capacity building sessions to enhance support for decision making of people with intellectual disability
· The most vulnerable participants are prioritised to receive funded supports for decision making as part of their first preplanning and plan preparation processes, i.e. prior to the preparation of the first plan. 
· Funded supports to build capacity for decision making (for both the participant and their supporters) are included in the packages of participants with intellectual disability to ensure that at the second planning conversation, support for decision making follows a more effective and accountable process. These resources are provided on an opt-out basis.
11. Recognises the most vulnerable participants as those who:
· Live in closed systems such as group supported accommodation or
· Lack effective informal support and have no/few unpaid supports in their lives or
· Are involved in fundamental life changes in their first plan (eg moving out of an institution) or
· Are connected to the criminal justice or child protection systems or
· Have different view to their family / informal supporters or
· Have families whose views are in conflict with principles of NDIS 
12. Recognises that some participants will require ongoing support for decision making in order to uphold their human rights and meet the requirements of the NDIS Act.
13. Articulates more clearly the purpose and parameters of the Support Coordination roles including to assist participants to enhance their:
· Capacity to make decisions
· Self efficacy, self management and empowerment
· Personal safeguards.
[bookmark: _Toc316124537][bookmark: _Toc316127000][bookmark: _Toc321383970][bookmark: _Toc321391765]Recommendations in relation to nominees
That the Agency:
14. Works toward a best practice approach to the issue of nominees including:
· The provision of maximum support to participants to increase/improve their ability to make decisions
· The provision of capacity building for informal supporters to support the person to make decisions and be more accountable to the person 
· Establishing new guidelines on when it should appoint a nominee taking account of the dangers of unregulated informal substitute decision making.  Arguably, a nominee should be appointed whenever, despite maximum available support, a participant lacks the ability to make NDIS plan decisions, 
· The Agency satisfying itself that any proposed nominee is appropriate. 
· The Agency ensuring that best interests based substitute decision making is not in fact occurring where a nominee has not been appointed.
· The funded supports in the participant’s plan should include:
· Support to develop his/her decision making ability
· Support to develop the ability of informal supporters and nominees to provide support for decision making
· Where a nominee is appointed, the participant plan include detail on how the nominee will support the participant to develop decision-making skills
· The Agency reviewing the need for and appropriateness of nominee arrangements as part of each plan review
· Information and capacity building opportunities in relation to support for decision making be a strong focus of the ILCB.
15. Makes changes to the nominee rules and operational guidelines to ensure that nominees are educated about the primacy of the person’s will and preferences and understand how to operationalise their role with respect to the participant’s “personal and social well being” in a rights based framework.[footnoteRef:2] [2:  The framework for support for decision making (Bigby and Douglas, 2015, 15) assists a supporter to identify and describe the decision in ways that retain will and preferences as the primary focus while guiding the supporter to take account of scope, who is involved, consequences, constraints and time frames] 

16. Develops guidelines to distinguish the different circumstances giving rise to the use of nominee provisions, Support Coordination and Guardianship.
[bookmark: _Toc316124538][bookmark: _Toc316127001][bookmark: _Toc321383971][bookmark: _Toc321391766]Recommendations in relation to decision making for children and young people under 18
That the Agency:
17. Includes a focus on children and their parents in all NDIA activities aimed at developing support for decision making
18. Includes a focus on the importance of assisting children and young people to develop decision making skills in all material aimed at parents of children and young people. Like other life skills, support for decision making would benefit from starting early which would allow the child with intellectual disability to develop confidence and skills with decision making as their peers do
19. Develops protocols to guide staff in ensuring there is an appropriate person to represent the child where, despite maximum available support, parents are not making appropriate NDIS planning decisions for their child. That the protocols are developed jointly with the Children with Disability Australia (the peak advocacy body for children), other key advocacy groups and family leaders.
[bookmark: _Toc316124539][bookmark: _Toc316127002][bookmark: _Toc321383972][bookmark: _Toc321391767]
Recommendations in relation to market failure
That the Agency:
20. Develops an item in the Support Catalogue related to support for decision making including
· A role description for supporters of decision making
· An outline of the skills, competencies and personal characteristics required for a DM supporter
· An outline of the core topics for training for supporters of decision making
21. Commissions capacity building in support for decision making in the ILCB. This should include training and mentoring for supporters of decision makers as well as assisting families, carers and services to support decision making.
22. Builds requirements in relation to demonstrating support for decision making into provider registration processes.
23. Undertakes a targeted registration process to encourage user led capacity building organisations to register in the Assist Life Stages Transition cluster to provide training and support for decision making and Support Coordination.
[bookmark: _Toc316124540][bookmark: _Toc316127003][bookmark: _Toc321383973][bookmark: _Toc321391768]Recommendations in relation to the coordination of research
That the Agency:
24. Works together with lead researchers in support for decision making to ensure that NDIA practice is consistent with emerging evidence.
25. Encourages and assists researchers to disseminate their research in forms that are accessible to people with intellectual disability and their families.
26. Develops and implements a model for the disseminating research to enable staff, participants and families to be more competent consumers of research, able to distinguish evidence based resources.
[bookmark: _Toc316124541][bookmark: _Toc316127004][bookmark: _Toc321383974][bookmark: _Toc321391769]Recommendation in relation to terminology
That the Agency:
27. Uses the term ‘supported decision making’ pending finalisation of the National Supported Decision Making Framework.
[bookmark: _Toc321391770]
Introduction to Support for Decision Making
Supported decision making is used internationally and across Australia to describe the process of providing support for people with disability to make decisions and to remain in control of their lives. 
Decision making is usually seen as a skill that grows and develops as a result of encouragement, opportunity and practice over many years and as a normal part of child development. Children start by making small day to day decisions such as what to wear, what to eat for breakfast and over time and with support, they are able to make decisions of greater consequence. Unfortunately, many adults with intellectual disability have had little opportunity to make choices and determine personal direction and as a result, their capacity to make decisions has not been developed. 
This common sense, developmental approach to decision making acknowledges that all not decisions are of the same importance or consequence and that capacity to make decisions is related to the nature of the decision.
Bigby and Douglas sort decisions in relation to their scope, who is involved, constraining influences, time frame and consequences or outcomes that allows us to differentiate between smaller day to day decisions and bigger decisions whose impact is not profound or enduring. Their framework also points out that decisions are embedded within each other providing plenty of opportunity for practice. For example, within a decision to 
For most people with disability, support to make decisions comes from informal arrangements, i.e. their family, friends and support staff. With little guidance, this support is usually based on their perception of the person’s ‘best interests’ and may try to mirror decisions that a person of similar demographics who does not have a disability may make. 
Criticism is often levelled at the decisions made by informal supporters
There is often 
In the main, the decisions made by informal decisions makers reflect the constraints of the time, place, context and government funding (including low expectations and a focus on safety and avoiding risk). They reflect a period in which there was little choice and no control and hence the preferences, interests and life opportunities of person with disability were forced into competition with those of family members.  The voice of families and services were privileged without looking at possible conflicting interests. Little interest was paid to the voice, views and preferences of the person.


The need for change
The need for change in current supports for decision making arises from multiple avenues:
Article 12 of the United Nations Convention on the Rights of Persons with Disability (UNCRPD) recognises that people with disability have legal capacity and legal standing affirming people’s right to make decisions in their lives and throwing into question the consistency with human rights of current guardianship provisions across Australia. In 2014, the Australian Law Reform Commission gave voice to Article 12 when it proposed that “the will, preferences and rights of persons who may require decision making support must direct decisions that affect their lives” (ALRC, 2014, para 3).
The NDIS legislation highlights the need for change by providing new opportunities for choice and control and its imperative to generate support plans for all participants.
“The NDIS means that people with cognitive disability will have more opportunities to make decisions about the direction of their lives and the support they receive. A significant challenge is ensuring they have support to enable them to participate in decisions – at the preplanning, planning, implementation stage of their plans and in their day-to-day lives. This means not only understanding the processes of good support for decision making but also recognizing the role of decision making supporters and developing their skills. (Bigby and Douglas, 2015,3)
Current practice in Australia does not conform to the requirements of Article 12 or the aspirations of the NDIS. 
Decision making for most people with cognitive disability currently relies on informal arrangements where decisions are made by others, often in the person’s ‘best interests’ and may not consider or include the person’s will and preferences or opportunities to try new experiences. For most, the decisions made by informal decisions makers are motivated by a deeply held commitment but reflect the constraints of the time, place, context and government funding (including low expectations and a focus on safety and avoiding risk). They reflect a period in which there was little choice and no control and hence the preferences, interests and life opportunities of person with disability were forced into competition with those of family members. The voice of families and services were privileged without looking at possible conflicting interests. Little interest was paid to the voice, views and preferences of the person. 
The concept of supported decision making (based on the premise that everyone has the right to participate in decision making about their life and situation) is relatively new in Australia and research and practice is gradually emerging. There has been very limited support to assist informal decision makers to understand the new paradigm or strengthen their capacity to bring forward the voice of their family member with intellectual disability. While resources for families encourage them to have raised expectations of/for their family member, the concept of capacity has largely been avoided. Supporters however have lacked guidance and examples of how to give voice to and support the decision making capacity of the person with disability. By default, this enables informal decision makers scope and authority to make decisions ‘in the person’s best interests’ (i.e. substitute decision making).
The UNCRPD and the recommendations of the Law Reform Commission however represent: 
“a shift from a best interests model of support and substitute decision making to a model of support based on enhancing the person’s skills and experience to make decisions, express their will and preference and the acknowledgement that part of the supporter’s role may be to interpret the individual’s will and preferences”. (Bigby & Douglas, 2015, 6)
Finally in examining the need for change, the NDIS nominee provisions require examination. The nominee provisions have been interpreted as a last resort provision without exploring their possible use in requiring the nominee to build the capacity of the participant to make decisions[footnoteRef:3]. The limited use of nominee provisions has left informal decision makers in place without requiring them to build the person’s capacity or be accountable for their roles. [3:  Operational Guideline – Nominees – Duties and Removal of Nominee point 8] 

[bookmark: _Toc321383976][bookmark: _Toc321391771]Legal and practice frameworks
Supported decision making is the term used internationally and across Australia to describe the process of providing support to people to make decisions and remain in control of their lives.  Supported decision making starts from the premise that everyone has the right to participate in decision making and acknowledges that all of us have support with making decisions from time to time. It draws on a support paradigm whereby the provision of sufficient and effective support is seen to compensate for difficulties with decision making.
In the literature the term supported decision making is used to describe two different things. It describes legal frameworks that enable a person to exercise their legal capacity and it describes practice frameworks that describe processes of providing people with support in their decision making. 
Currently supported decision making does not exist in a legal framework in Australia with few pieces of legislation recognising the role of supporters in the legal decision making of others.[footnoteRef:4]  However, given the recommendations of the Australian Law Reform Commission in 2014 it seems there is growing support for creating and changing legislation. The likely outcome could be that in the future, laws recognise the interdependence of decision making and the role supporters play in the decision making of people with cognitive impairments. To be implemented legally however, supported decision making requires new legal structures that replace or add alternatives to guardianship.  [4:  One recent example is the Powers of Attorney Act, 2014 in Victoria that has created supportive attorneys.  ] 

In the meantime given the aspirations and requirements of the NDIS legislation, there is much that the NDIS can and should do to support decision making within existing legal frameworks. 
The Australian Supported Decision Making Network (ASDMN )[footnoteRef:5] is in the process of finalizing a discussion paper calling for a the development of a National Framework for supported decision making which would establish Australian practice. The discussion paper notes that:  [5:  A network set up in 2012 to facilitate the implementation of supported decision making in Australia. The ASDMN has more than 80 members including people with disability, families and members involved in service delivery, advocacy, government and academics. Government members contribute on the basis that their input is not taken to commit their government to a particular course of action.] 

“There are emerging models of practice both nationally and internationally that recognize capacity on a spectrum which require a spectrum of responses between autonomous decision making and substitute decision making. The Framework needs to articulate good practice across this spectrum and provide guidance for implementation consistent with the principles.”(p5)
The National Framework aims to establish consistent language to underpin consistency in practice and will explore both legal and practice frameworks including support for decision making, support with decision making and supported decision making.’
Ultimately the NDIS should adopt the language of the National Framework. In the meantime however, the IDRG uses the term ‘support for decision making’ on the basis that it as a term used only to describe a practice framework, thereby distinguishing itself from legal frameworks that may or may not be passed in Australia.
[bookmark: _Toc321391772]Issue 1	The nature of support for decision making
[bookmark: _Toc314811945][bookmark: _Toc314824224][bookmark: _Toc315358261][bookmark: _Toc315358671][bookmark: _Toc315860217][bookmark: _Toc315952081][bookmark: _Toc316124545][bookmark: _Toc316127008][bookmark: _Toc321383978][bookmark: _Toc321391773]Inquiry and research
There is increasing acceptance that sufficient and effective support assists people with intellectual disability to overcome difficulties in their decision making through the changed expectations of others, the development of an individual’s skill and experience and the provision of support to express their will and preferences (sometimes via the interpretation of supporters) in ways that takes account of the nature of the decision and the individual situation.
Academic work by Bigby and Douglas at La Trobe University has distinguished between:
1) Models for delivery of support for decision making i.e. how to identify and support supporters. Models of support include circles of support, microboards, representation agreements, recruiting and matching volunteers, supporting ‘supporters’ either newly recruited and matched or simply existing informal supporters. 
Bigby and Douglas are currently reviewing the evaluations of all Australian pilots and in time will be able to articulate an emerging evidence base in relation to models of support.
2) The actual practice of support for decision making i.e. the actual processes of providing support, addressing the question of how a supporter provides support for decision making to a person. This work examines the process irrespective of the model of support or status of the supporter e.g. whether part of formal program, a family member, paid facilitator, guardian, supporter, service provider etc.
Bigby and Douglas have developed a framework for practice and training modules. An ARC Linkage Grant will enable a randomised control trial to see if the training changes practice of supporters. 
Frameworks for practice (developed by Bigby, WA Individualised Services and others) guide supporters in sorting decisions (by scope, who is involved, constraining influences and consequences) and steps for practice. Their practice is underpinned by National Decision Making Principles outlined by the Australian Law Reform Commission (2014) and include:
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: 
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.
Principle 3: Will, preferences and rights
The will, preferences and rights of persons who may require decision-making support must direct decisions that affect their lives.
Principle 4: Safeguards
Laws and legal frameworks must contain appropriate and effective safeguards in relation to interventions for persons who may require decision-making support, including to prevent abuse and undue influence.
[bookmark: _Toc314811946][bookmark: _Toc314824225][bookmark: _Toc315358262][bookmark: _Toc315358672][bookmark: _Toc315860218][bookmark: _Toc315952082][bookmark: _Toc316124546][bookmark: _Toc316127009][bookmark: _Toc321383979][bookmark: _Toc321391774]Current approach
In April 2015, COAG Disability Reform Council agreed that NDIS would fund decision supports.
The NDIS Service Delivery Operating Model (SDOM) identifies the LAC role as the main point of contact for most participants. Although the LAC case load will be large, LACs will have the opportunity to get to know people better than planners.
Information about support for decision making is not currently discussed in preplanning sessions. In all NDIA and outsourced planning however the participant is meant to be at the centre of the planning process with family and friends seen in a consultative role. There is some doubt however as to whether these good intentions always translate into good consistent practice.
In Barwon, in complex situations where there are differing views between the participant and the family especially in relation to housing, relationships and decision making, the NDIA takes additional steps to enable the voice of the person with disability to be heard. The additional steps include allocating the participant to the intensive stream for planning and providing Support Coordination in the plan. On occasion, assistance is also sought from advocacy agencies, from the Office of Professional Practice and from a guardianship hearing.
In less complex situations in which the participant has no effective informal support, Support Coordination (with a strong capacity building intention) is included in the plan.
Some advocates and service providers proactively identify the need for and provide support for decision making.
[bookmark: _Toc314811947][bookmark: _Toc314824226][bookmark: _Toc315358263][bookmark: _Toc315358673][bookmark: _Toc315860219][bookmark: _Toc315952083][bookmark: _Toc316124547][bookmark: _Toc316127010][bookmark: _Toc321383980][bookmark: _Toc321391775]Challenges
Emerging research must influence practice.
Staff undertaking a planning function need to question if and what type of support for decision making the person has and determine whether additional support is required.
Families are unfamiliar with support for decision making.
The Support Coordination role is not well understood by providers who often reduce the role to case management. 
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[bookmark: _Toc321391776]Issue 2:	Promotion of support for decision making
[bookmark: _Toc314739657][bookmark: _Toc314757030][bookmark: _Toc314761829][bookmark: _Toc314811941][bookmark: _Toc314824220][bookmark: _Toc315358257][bookmark: _Toc315358676][bookmark: _Toc315860222][bookmark: _Toc315952086][bookmark: _Toc316124550][bookmark: _Toc316127012][bookmark: _Toc321383982][bookmark: _Toc321391777]Current practice
There is currently very little information available to people with disability, families, carers and service providers about approaches to support for decision making.
[bookmark: _Toc314739658][bookmark: _Toc314757031][bookmark: _Toc314761830][bookmark: _Toc314811942][bookmark: _Toc314824221][bookmark: _Toc315358258][bookmark: _Toc315358677][bookmark: _Toc315860223][bookmark: _Toc315952087][bookmark: _Toc316124551][bookmark: _Toc316127013][bookmark: _Toc321383983][bookmark: _Toc321391778]Challenge
To provide targeted information for people with disability, families, informal supporters, NDIA and outsourced staff and service providers with consistent messages that address the varied interests and challenges of different audiences.
[bookmark: _Toc314739659][bookmark: _Toc314757032][bookmark: _Toc314761831][bookmark: _Toc314811943][bookmark: _Toc314824222][bookmark: _Toc315358259][bookmark: _Toc315358678][bookmark: _Toc315860224][bookmark: _Toc315952088][bookmark: _Toc316124552][bookmark: _Toc316127014][bookmark: _Toc321383984][bookmark: _Toc321391779]Recommendations p7
[bookmark: _Toc321391780]Issue 3:	Capacity building for people with disability and supporters 
[bookmark: _Toc314739666][bookmark: _Toc314757040][bookmark: _Toc314761839][bookmark: _Toc314811955][bookmark: _Toc314824234][bookmark: _Toc315358271][bookmark: _Toc315358681][bookmark: _Toc315860226][bookmark: _Toc315952090][bookmark: _Toc316124554][bookmark: _Toc316127016][bookmark: _Toc321383986][bookmark: _Toc321391781]Current practice
Capacity building needs to focus primarily on how to support decision making for individuals with cognitive impairment. There are few resources directed at building the capacity of participants or supporters in the area of support for decision making. Some are online but are under utilised. It is of interest to note however that small trials of supported decision making conducted in NSW (NSW Department of Family and Community Services, 2015) and Victoria (Burgen and Chesterman, 2015) found tools and formal resources alone were not helpful in shaping the practice of supported decision making. It is unclear whether this was because of the tools offered or that tools more generally do not greatly assist the dynamic nature of the supported decision making process. 
There is very little recognition of the need for accountability of informal supporters to the person they are supposed to be supporting.
There are a number of practice models and tool kits and resources identified in the bibliography that focus on how a supporter (from whatever source) provides support for decision making for a person. Most are associated with small pilots and pieces of research.
[bookmark: _Toc314739667][bookmark: _Toc314757041][bookmark: _Toc314761840][bookmark: _Toc314811956][bookmark: _Toc314824235][bookmark: _Toc315358272][bookmark: _Toc315358682][bookmark: _Toc315860227][bookmark: _Toc315952091][bookmark: _Toc316124555][bookmark: _Toc316127017][bookmark: _Toc321383987][bookmark: _Toc321391782]Challenges
There is little understanding of support for decision making among all stakeholders.
[bookmark: _Toc314739668][bookmark: _Toc314757042][bookmark: _Toc314811957][bookmark: _Toc314824236][bookmark: _Toc315358273][bookmark: _Toc315358683][bookmark: _Toc315860228][bookmark: _Toc315952092][bookmark: _Toc316124556]Resources and support will not be available in the ILCB for some time and the ILCB Commissioning Framework has no provision for prioritising one form of capacity building over another. This creates the possibility that support for decision making may not be available through the ILCB in all areas. 
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[bookmark: _Toc321391783]Issue 4	Allocation of support for decision making in the preplanning, planning and plan implementation processes
[bookmark: _Toc314811950][bookmark: _Toc314824229][bookmark: _Toc315358266][bookmark: _Toc315358685][bookmark: _Toc315860230][bookmark: _Toc315952094][bookmark: _Toc316124558][bookmark: _Toc316127019][bookmark: _Toc321383989][bookmark: _Toc321391784]Current practice
Support for decision making currently has a very low profile in the preplanning, planning and plan implementation processes.
[bookmark: _Toc314811951][bookmark: _Toc314824230][bookmark: _Toc315358267][bookmark: _Toc315358686][bookmark: _Toc315860231][bookmark: _Toc315952095][bookmark: _Toc316124559][bookmark: _Toc316127020][bookmark: _Toc321383990][bookmark: _Toc321391785]Challenge
Allowing time frames for planning that recognise the long time frame required for effective support for decision making to occur in some situations.
Finding suitable people to support participants to make decisions especially in the context of the rapid growth in number of participants during surge and the limited roll out of the ILCB.
Identifying which participants require support for decision making as a priority.
Developing a process that works within the constraints of surge in the next three years and the limited early roll out of the ILCB.
[bookmark: _Toc316127021][bookmark: _Toc321383991][bookmark: _Toc321391786][bookmark: _Toc314811952][bookmark: _Toc314824231][bookmark: _Toc315358268][bookmark: _Toc315358687][bookmark: _Toc315860232][bookmark: _Toc315952096][bookmark: _Toc316124560]Recommendation p8
[bookmark: _Toc321391787]Issue 5:	The appointment and training of nominees
[bookmark: _Toc314739648][bookmark: _Toc314757021][bookmark: _Toc314761820][bookmark: _Toc314811932][bookmark: _Toc314824211][bookmark: _Toc315358247][bookmark: _Toc315358661][bookmark: _Toc315860234][bookmark: _Toc315952098][bookmark: _Toc316124562][bookmark: _Toc316127023][bookmark: _Toc321383993][bookmark: _Toc321391788]Legislative requirements 
The NDIS (Nominees) Rules indicate that: 
· People with disability are presumed to have capacity to make decisions that affect their lives. Appointment of a nominee will only be justified when it is not possible for a participant to be assisted to make decisions for themselves. 
· The NDIA has to take into account a range of factors in deciding who to appoint as nominee, including any wishes of the person, whether a proposed nominee is equipped for the role and whether there is any conflict of interest. If a person has a guardian with relevant functions appointed under State or Territory law, the guardian is presumed to be the appropriate nominee. 
· A nominee cannot be an NDIA staff member. However, there is no legal bar on appointing another service provider as nominee - either an individual or an organisation.  A nominee has to avoid or manage any conflict between their interests and the interests of the participant and inform the NDIA of the conflict. Being a service provider automatically creates a conflict of interest.
Duties of a nominee include ascertaining the wishes of the participant, acting in a manner that promotes the personal and social wellbeing of the participant and only making a decision for the participant if the nominee considers the person is not capable of making it (S78 and S80 of NDIS Act, 2013).
In addition, the nominee has a duty to build the participant’s ability to make their own decisions and it is expected that the Agency will assist nominees in fulfilling this duty (Nominee Rules Para 5.10 and 5.11).
[bookmark: _Toc314739649][bookmark: _Toc314757022][bookmark: _Toc314761821][bookmark: _Toc314811933][bookmark: _Toc314824212][bookmark: _Toc315358248][bookmark: _Toc315358662][bookmark: _Toc315860235][bookmark: _Toc315952099][bookmark: _Toc316124563][bookmark: _Toc316127024][bookmark: _Toc321383994][bookmark: _Toc321391789]Current practice
To date, the NDIA has very rarely appointed a nominee. Instead where no informal decision making processes are in place, the Agency uses Public Guardians (where they have been appointed), advocacy when available and otherwise funded supports to provide intensive planning that involves big life decisions (WA use providers who use Personal Futures Planning, Victorian planners use Person Centred Planning planners). All sites have a range of communication tools developed externally by specialists in this area. NT/ SA have tools that are culturally appropriate for ATSI.
[bookmark: _Toc314739650][bookmark: _Toc314757023][bookmark: _Toc314761822][bookmark: _Toc314811934][bookmark: _Toc314824213][bookmark: _Toc315358249][bookmark: _Toc315358663][bookmark: _Toc315860236][bookmark: _Toc315952100][bookmark: _Toc316124564][bookmark: _Toc316127025][bookmark: _Toc321383995][bookmark: _Toc321391790]Positive features and challenges of the NDIS nominee provisions
The requirements that the nominee builds the capacity of the person with disability to make decisions, that the Agency assists nominees in fulfilling this duty and monitors the action of nominees are positive. 
Some of the challenges of the NDIS nominee provisions arise from their attempt to bridge the substitute and supported decision making regimes.
One of the key differences between a substitute decision making regime and a supported decision making regime is said to be that substitute decision making is based on “what is believed to be in the objective ‘best interests’ of the person concerned, as opposed to being based on the person’s own will and preferences.”[footnoteRef:6] However, some substitute decision making regimes, such as the ACT guardianship legislation, are based on the decision maker seeking to make the decision the person would have made if able.  The ALRC has recommended a similar approach in its recent report. [6:  UN General Comment (p.6).] 

When the Nominee provision in the NDIS Act state that the duty of the nominee is to promote ‘the personal and social wellbeing of the participant’, it requires the nominee to make a judgement regarding what they consider will lead to the personal and social wellbeing of the person.  While the nominee has a duty to ascertain the wishes of the participant, any actions they take must promote the person’s wellbeing.  Without a nuanced understanding of wellbeing that is rights focused rather than paternalistic, the nominee provisions could inadvertently undermine the legal capacity of NDIS participants.
[bookmark: _Toc315358250][bookmark: _Toc315358664][bookmark: _Toc315860237][bookmark: _Toc315952101][bookmark: _Toc316124565][bookmark: _Toc316127026][bookmark: _Toc321383996][bookmark: _Toc321391791]Challenges in NDIA practice
NDIA nominee provisions require a clear explanation as to how supported decision making could be used by nominees. Without this type of contextualisation, NDIS nominee provision could be a form of substitute decision making that would diminish the control and choice and well being of NDIS participants rather than enable them to have greater choice and control over their lives and otherwise lead lives consistent with the objects and principles of the NDIS Act  
Nominee provisions have been interpreted as a last resort provision. Whilst it appears that current NDIA practice involves minimum formal intrusion on participants’ rights to make their own decisions, it is likely that substitute decision making is in fact occurring on an informal basis for a high proportion of participants with intellectual disability. This is without the requirements and safeguards spelt out in the nominee system including the need for the Agency to be satisfied as to the appropriateness of the nominee, to monitor the actions of the nominee (a commitment with significant resource implications for the NDIA) and for the nominee to build the capacity of the person with disability to make decisions.
In a high proportion of cases, family members will be appropriate nominees and education, peer support and mentoring will enhance their capacity and accountability as nominees. In a small proportion of cases, families and informal supporters will not be appropriate and it will often be very difficult to find a suitable nominee except through appointment of a guardian which immediately moves it into the realm of substitute decision making.
The NDIS Rules leave open the option of existing service providers as nominees but this option should be approached with great caution.  Whilst it is acknowledged that service providers should provide support with daily decision making, it would never be appropriate to appoint a provider of core supports as nominee. Trial sites’ practice often involves the use of funded Support Coordination and Intensive Support Coordination where participants lack informal decision making supports and significant life decisions are required.
The willingness and appropriateness of advocates to act as nominees requires exploration.
[bookmark: _Toc314739651][bookmark: _Toc314757024][bookmark: _Toc314761823][bookmark: _Toc314811935][bookmark: _Toc314824214][bookmark: _Toc315358251][bookmark: _Toc315358665][bookmark: _Toc315860238][bookmark: _Toc315952102][bookmark: _Toc316124566]The differential use of nominee provisions, Support Coordination or guardianship warrants discussion. 
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[bookmark: _Toc321391792]Issue 6:	Decision making for children under 18 years of age
[bookmark: _Toc314739653][bookmark: _Toc314757026][bookmark: _Toc314761825][bookmark: _Toc314811937][bookmark: _Toc314824216][bookmark: _Toc315358253][bookmark: _Toc315358667][bookmark: _Toc315860240][bookmark: _Toc315952104][bookmark: _Toc316124568][bookmark: _Toc316127028][bookmark: _Toc321383998][bookmark: _Toc321391793]Current practice
For children (including young people up to age 18), the person or persons who have ‘parental responsibility’ work with the NDIA on behalf of the child. This is so unless the NDIA is satisfied that:
· A child is capable of making their own decisions and it is appropriate that the child be allowed to do so, or
· Someone other than a person with parental responsibility should represent the child.  In making this decision, the NDIS should consider any wishes of the child, the desirability of preserving family relationships and informal support networks and who is best placed to represent the child.
Usually, a child's parents have parental responsibility but this can be affected by court orders under the Family Law Act or child protection laws.
A person making decisions on behalf of a child must consider the wishes of the child and act in the best interests of the child. (NDIS Act, sections 74-77 and NDIS (Children) Rules)
[bookmark: _Toc314739654][bookmark: _Toc314757027][bookmark: _Toc314761826][bookmark: _Toc314811938][bookmark: _Toc314824217][bookmark: _Toc315358254][bookmark: _Toc315358668][bookmark: _Toc315860241][bookmark: _Toc315952105][bookmark: _Toc316124569][bookmark: _Toc316127029][bookmark: _Toc321383999][bookmark: _Toc321391794]Challenge
Dealing with situations where parents are not willing or able to fulfil their obligations under the NDIS legislation or to make participant plan decisions that are consistent with the principles and object of the NDIS Act.
[bookmark: _Toc316127030][bookmark: _Toc321384000][bookmark: _Toc321391795][bookmark: _Toc314739655][bookmark: _Toc314757028][bookmark: _Toc314761827][bookmark: _Toc314811939][bookmark: _Toc314824218][bookmark: _Toc315358255][bookmark: _Toc315358669][bookmark: _Toc315860242][bookmark: _Toc315952106][bookmark: _Toc316124570]Recommendations p 9
[bookmark: _Toc321391796]Issue 7: 	NDIA response to market failure in support for decision making 
[bookmark: _Toc314739670][bookmark: _Toc314757044][bookmark: _Toc314761843][bookmark: _Toc314811959][bookmark: _Toc314824238][bookmark: _Toc315358275][bookmark: _Toc315358689][bookmark: _Toc315860244][bookmark: _Toc315952108][bookmark: _Toc316124572][bookmark: _Toc316127032][bookmark: _Toc321384002][bookmark: _Toc321391797]Current practice
Very few providers display an understanding of support for decision making in their practice. This includes providers of core supports whose staff should support decision making in people’s day to day lives as well as capacity building organisations that should work to build the capacity of people with disability to make decisions and of supporters to support decision making.
For some participants, Support Coordination is included as a funded support in their plans. Anecdotal evidence from participants and family members is that this has been very positive (even transformational) in increasing the participants’ capacity to make decisions and to be less dependent on long term carers.
There are very few individuals or organisations providing training in support for decision making.
Current supported decision making pilots are testing features of:
· The availability of volunteers
· Training and support requirements
· A risk framework from supporters to substitute decision making
The revised Catalogue of Support has four (4) items that can be used to enable participants to purchase support for decision making for themselves and their supporters. These include:
· Assistance with decision making, daily planning and budgeting (8001)
· Training for parents and carers (15008)
· Assist Life Stages Transition (8004 & 8005)
· Training in planning and Plan management (1509)
[bookmark: _Toc314739671][bookmark: _Toc314757045][bookmark: _Toc314761844][bookmark: _Toc314811960][bookmark: _Toc314824239][bookmark: _Toc315358276][bookmark: _Toc315358690][bookmark: _Toc315860245][bookmark: _Toc315952109][bookmark: _Toc316124573][bookmark: _Toc316127033][bookmark: _Toc321384003][bookmark: _Toc321391798]Challenges
To develop a market of providers skilled in the provision of support for decision making and in increasing capacity of participants and supporters in support for decision making.
To ensure that support for decision making is provided by a person who has minimal conflict of interest in carrying out the role.
[bookmark: _Toc314739672][bookmark: _Toc314757046][bookmark: _Toc314761845][bookmark: _Toc314811961][bookmark: _Toc314824240][bookmark: _Toc315358277][bookmark: _Toc315358691][bookmark: _Toc315860246][bookmark: _Toc315952110][bookmark: _Toc316124574][bookmark: _Toc316127034][bookmark: _Toc321384004][bookmark: _Toc321391799]Recommendations p10
[bookmark: _Toc321391800]Issue 8: 	Research coordination to build an evidence base for practice
[bookmark: _Toc314739674][bookmark: _Toc314757048][bookmark: _Toc314761847][bookmark: _Toc314811963][bookmark: _Toc314824242][bookmark: _Toc315358279][bookmark: _Toc315358693][bookmark: _Toc315860248][bookmark: _Toc315952112][bookmark: _Toc316124576][bookmark: _Toc316127036][bookmark: _Toc321384006][bookmark: _Toc321391801]Current practice
The NDIA has a position of Manager Research and has commissioned research in the targeted area of assistive technology but does not currently have a research agenda.
La Trobe University has a robust group undertaking strong research into support for decision making for people with intellectual disability and acquired brain injury including a PHD student looking at decision making support for guardians. The group has published a series of papers on the process of support for decision making and in 2015 secured a four year ARC linkage grant partnering with Offices of the Public Advocate or the equivalent in Victoria, NSW and Q’ld. This has resulted in engagement that is fairly comprehensive and will be complimented by links currently being established in WA through Assoc Prof Angus Buchanan at Curtin University. The Linkage partners will monitor research into support for decision making across Australia and have recently committed to analyse the evidence from existing and completed pilots.
Melbourne University is undertaking work focused on support for decision making for people with mental health issues.
Whilst practice models of supported decision making exist in the UK, Sweden and Canada, there is little research.
[bookmark: _Toc314739675][bookmark: _Toc314757049][bookmark: _Toc314761848][bookmark: _Toc314811964][bookmark: _Toc314824243][bookmark: _Toc315358280][bookmark: _Toc315358694][bookmark: _Toc315860249][bookmark: _Toc315952113][bookmark: _Toc316124577][bookmark: _Toc316127037][bookmark: _Toc321384007][bookmark: _Toc321391802]Challenges
Clarifying the role of the NDIA in relation to research.
Operationalizing research in good practice in scalable ways.
Each jurisdiction has different legislation related to decision making and substitute decision making. 
[bookmark: _Toc314739676][bookmark: _Toc314757050][bookmark: _Toc314761849][bookmark: _Toc314811965][bookmark: _Toc314824244][bookmark: _Toc315358281][bookmark: _Toc315358695][bookmark: _Toc315860250][bookmark: _Toc315952114][bookmark: _Toc316124578][bookmark: _Toc316127038][bookmark: _Toc321384008][bookmark: _Toc321391803]Recommendations p11
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[bookmark: _Toc321391806]
Recommendations by NDIS systems
This set of recommendations re-orders the recommendations on pages 6 to10 in relation to responsibilities for different sections of the NDIA.
A) [bookmark: _Toc314811918][bookmark: _Toc314824197]That the Agency uses the term ‘supported decision making’ pending finalisation of the National Supported Decision Making Framework.
[bookmark: _Toc321391807]Service Delivery Operating Model 
[bookmark: _Toc314811921][bookmark: _Toc314824200][bookmark: _Toc315358236][bookmark: _Toc315358650][bookmark: _Toc315860204][bookmark: _Toc315952068][bookmark: _Toc316124583][bookmark: _Toc316127043][bookmark: _Toc321384013][bookmark: _Toc321391808]In relation to the nature of support for decision making, the IDRG recommends that the NDIA:
B) Develops a set of practice guidelines for decision making in the NDIS. The practice guidelines to be based on the National Decision Making Principles outlined by the Australian Law Reform Commission.
C) Strengthens its relationship to researchers to ensure the emerging evidence base strengthens and informs: 
· Capacity building in the ILC
· The work of Support Coordinators
· Items in the Support Catalogue
· Decision making support in packages of reasonable and necessary support.
[bookmark: _Toc314811922][bookmark: _Toc314824201][bookmark: _Toc315358237][bookmark: _Toc315358651][bookmark: _Toc315860205][bookmark: _Toc315952069][bookmark: _Toc316124584][bookmark: _Toc316127044][bookmark: _Toc321384014][bookmark: _Toc321391809]In relation to the allocation of support for decision making, the IDRG recommends that the NDIA:
D) Adopts a pragmatic approach to support for decision making during surge whereby: 
· The concept and practice of support for decision making is emphasized in preplanning workshops and interaction with the LAC.
· Capacity building training and resources are readily available through the ILCB. This includes skill building opportunities for participants and a range of potential supporters.
· In areas in which participants transition into the NDIS prior to the roll out of the ILCB, that the NDIA runs information and capacity building sessions to enhance support for decision making of people with intellectual disability.
· The most vulnerable participants are prioritised to receive funded supports for decision making as part of their first preplanning and plan preparation processes, i.e. prior to the preparation of the first plan. 
· Funded supports to build capacity for decision making (for both the participant and their supporters) are included in the packages of participants with intellectual disability to ensure that at the second planning conversation, support for decision making follows a more effective and accountable process.
E) Recognises the most vulnerable participants as those who:
· Live in closed systems such as group supported accommodation
· Lack effective informal support and have no/few unpaid supports in their lives
· Are involved in fundamental life changes in their first plan (eg moving out of an institution) 
· Are connected to the criminal justice or child protection systems
· Have different view to their family / informal supporters
· Have families whose views are in conflict with principles of NDIS. 
F) Recognises that some participants will require ongoing support for decision making in order to uphold their human rights and meet the requirements of the NDIS Act.
G) Articulates more clearly the purpose and parameters of the Support Coordination roles including to assist participants to enhance their:
· Capacity to make decisions
· Self efficacy, self management and empowerment
· Personal safeguards.
[bookmark: _Toc314811919][bookmark: _Toc314824198][bookmark: _Toc315358234][bookmark: _Toc315358648][bookmark: _Toc315860206][bookmark: _Toc315952070][bookmark: _Toc316124585][bookmark: _Toc316127045][bookmark: _Toc321384015][bookmark: _Toc321391810][bookmark: _Toc314811923][bookmark: _Toc314824202][bookmark: _Toc315358238][bookmark: _Toc315358652]In relation to nominees, the IDRG recommends that the NDIA:
H) Works toward a best practice approach to the issue of nominees as identified in this paper.
I) Makes changes to the nominee rules and operational guidelines to ensure that nominees are educated about the primacy of the person’s will and preferences and understand how to operationalise their role with respect to the participant’s “personal and social well being” in a rights based framework.[footnoteRef:7] [7:  The framework for support for decision making (Bigby and Douglas, 2015, 15) assists a supporter to identify and describe the decision in ways that retain will and preferences as the primary focus while guiding the supporter to take account of scope, who is involved, consequences, constraints and time frames] 

J) Develops guidelines to distinguish the different circumstances giving rise to the use of nominee provisions, Support Coordination and Guardianship.
[bookmark: _Toc314811920][bookmark: _Toc314824199][bookmark: _Toc315358235][bookmark: _Toc315358649][bookmark: _Toc315860207][bookmark: _Toc315952071][bookmark: _Toc316124586][bookmark: _Toc316127046][bookmark: _Toc321384016][bookmark: _Toc321391811]In relation to children under 18 years, the IDRG recommends that the NDIA:
K) Develops protocols to guide staff in ensuring there is an appropriate person to represent the child where, despite maximum available support, parents are not making appropriate NDIS planning decisions for their child. That the protocols are developed jointly with the Children with Disability Australia (the peak advocacy body for children) and family leaders.
[bookmark: _Toc315860208][bookmark: _Toc315952072][bookmark: _Toc316124587][bookmark: _Toc316127047][bookmark: _Toc321384017][bookmark: _Toc321391812]In relation to research coordination, the IDRG recommends that the NDIA:
L) Works together with lead researchers in support for decision making to ensure that NDIA practice is informed by and consistent with emerging evidence.
M) Encourages and assists researchers to disseminate their research in forms that are readily accessible to people with intellectual disability and their families.
N) Develops and implements a model for disseminating research to enable staff, participants and families to be more competent consumers of research, able to distinguish evidence based resources.
[bookmark: _Toc314811924][bookmark: _Toc314824203][bookmark: _Toc315358239][bookmark: _Toc321391813]Engagement: the IDRG recommends that the NDIA:
O) Co-designs and promotes information about support for decision making targeted to the people with disability, families and informal supporters, services and NDIA staff including: 
· Communicating about the use of term ‘Support for decision making’
· A focus on children and their parents in all NDIA activities aimed at developing support for decision making
· Ensuring all information for parents of children and young people also includes information about supporting their child to make decisions.
P) Ensures that the issue of support for decision making is addressed in preplanning sessions. 
Q) Explores with public advocates/guardians, the advocacy sector and funded Support Coordinators what role they may play in providing nominees.
[bookmark: _Toc314811925][bookmark: _Toc314824204][bookmark: _Toc315358240][bookmark: _Toc321391814]Learning and culture: the IDRG recommends that the NDIA:
R) Ensures that Agency and outsourced staff undertaking planning activities can describe, recognise, demonstrate and foster good support for decision making practice for participants.
[bookmark: _Toc314811926][bookmark: _Toc314824205][bookmark: _Toc315358241][bookmark: _Toc321391815]Information, Linkages and Capacity Building (ILCB): the IDRG recommends that the NDIA:
S) Ensures that the ILCB Commissioning Framework includes support for decision making as one of the key deliverables of funded services. This includes skill building opportunities for participants and a range of potential supporters.
[bookmark: _Toc314811927][bookmark: _Toc314824206][bookmark: _Toc321391816]Reasonable and necessary support: the IDRG recommends that the NDIA:
T) Provides support for decision making in the plans of participants especially where capacity building in relation to support for decision making is unavailable or likely to be insufficient in the ILCB.
[bookmark: _Toc314811928][bookmark: _Toc314824207][bookmark: _Toc321391817]Market and sector development: the IDRG recommends that the NDIA:
U) Develops an item related to support for decision making in the Support Catalogue including:
· A role description for supporters of decision making
· An outline of the skills, competencies and personal characteristics required for a DM supporter
· An outline of the core topics for training for supporters of decision making.
V) Builds requirements in relation to demonstrating support for decision making into the provider registration process.
W) Undertakes a targeted registration process to encourage user led capacity building organisations to register in the Assist Life Stages Transition cluster to provide training and support for decision making and Support Coordination.
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