


FACS' respanses and propcsed reforms on each of these inquiry areas are outlined in the
enclosed submission.

If you would like to discuss FACS’ submission on Question Paper 1, please contact Christine
Higgins at the Legislative Reform & Right to Information team at

Michael Coutts-Trotter
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The need for good support for decision making has been highlighted through the National Disability Insurance
Scheme’s (NDIS) emphasis on choice and control and its imperative to generate support plans for all participants.
Involvement in decision making enables people to have greater control over their own Lives, improving their
self-identity, psychologicat wellbeing and quality of tife. 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 recognising the role of decision
making supporters and developing their skills.

The right to make decisions about one’s own life, particularly big decisions is requlated by the law. People

with cognitive disability often have their right to make decisions removed through appointment of a guardian.
However article 12 of the United Nations Convention on the Rights of Persons with Disability states that
people with disability are equal before the law (acknowledged as having legal capacity and legal standing).
The accompanying comment suggests that quardianship laws are contrary to this right. The UN Convention has
generated debate about the concept of supported decision moking and the need for legal reform, In 2014 the
Australian Law Reform Commission 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).

Enabling people with cognitive disabilities to direct their own decisions will only happen if supporters have
high expectations that people can participate in decision making, have strong commitments to making this
happen, and have a tool box of strategies ready to be tailored to each individual and each decision. The aim of
this Support for Decision Moking Practice Framework is to lay foundations to guide practice for decision making
supporters of people with cognitive disability. The framework is based on research undertaken by the authors,
and their colleagues at the Living with Disability Research Centre! and our interpretations of the United Nations
Convention on the Rights of Persons with Disabilities.

The framework can be used within existing legislation and will guide the work of the decision making
facilitators employed by St Vincent de Paul Society NSW (the Society) to implement the pilot support for decision
making project at Kanangra. In this project the facilitators have three key roles:

Working with families and staff developing their skills and confidence as decision making supporters;
Helping to build a network of supporters for people with limited family connections, and if necessary;

Buitding relationships with and acting directly as decision making supporters for the people who have no
network beyond the paid staff in the service. '

The framework will also be a useful guide to others who provide support for decision making to people with
cognitive disabilities, whether formally or informally, as volunteers, family members, support workers, paid
decision making facilitators or guardians. It can be used in any of the various models of delivering support for
decision making that are currently being piloted in Australia, and inform thinking about the practice of decision
making supports for NDIS participants with cognitive disabilities.

Currently the right to make decisions is based on a person’s mental capacity (decision making skills). Often, when
there are doubts about mental capacity (because of difficulties understanding implications of decisions), legal
capacity is overridden informally (by others such as family or staff making decisions for a person) or removed
formally through guardianship {the appointment of a substitute decision maker). When this happens, those who
make decisions for a person with cognitive disability are guided by an understanding of the person’s preferences
but also consideration of their ‘best interests’ This reflects the idea of ‘beneficence’ where supporters’ judgments
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Participation in substitute or informal substitute decision making with support

In yet other instances a supporter may make a substitute decision for a person. Many of the strategies used

in shared decision making will also be applicable to substitute decision making. Similarly, supporters provide
oppertunities for the person to access and understand information or widen their experiences of what might

be possible, work with the person to enable them to understand the decision or some parts of it, and to express
their preferences, or interpret their preferences based on overall knowledge and observations of the person.
Supporters will also be involved in weighing up resources or other constraints on the decision. The difference
from shared decision making is that supporters take a more directive stance and may moderate a person’s
preferences if acting on these is likely to result in seriously harmful consequences that the person does not fully
appreciate. If this is the case, preferences continue to guide a decision but are moderated to reach a less harmful
decision. When supporters weigh up options to find a safer alternative they are guided by rights and finding a
least restrictive alternative. They might ask for example, whether a decision would undermine rights such as
respect for a person's dignity, their liberty and security, independent living, liberty of movement, and which of
these is most important to the person.

Pecple participate in shared and substitute decisions through their presence and expression of preferences or
though the ascertainment or interpretation of their preferences by supporters. A person’s preferences would only
be overridden where they cannot be realised without harm to themselves or others or breaching the law and the
person does not fully understand these consequences of their preferences.















Step 7. Implementing a decision and seeking out advocates if necessary

It is at this point that decision making often falters as the tasks, the power, or resources necessary to implement
the decision may be beyond the scope of the supporters involved in earlier stages of the decision. Impartantly,
implementation may not rest with decision making supporters but with the NDIS, a case manager or service
provider. At this stage, decision making supporters may seek out advocates to support implementation of the
decision or others in a person’s circle may shift inte an advocacy role to make sure the decision is followed
through. The processes of support do not stop here; as the person being supported is likely to be involved in
making consequential decisions for which support might be needed and other unrelated decisions as their

life unfolds. Having an advocate or a case manager to help implement a decision may not negate the need for
continuing support with decision making.

As indicated earlier in this document the values embedded in the United Nations Convention on the Rights of
Persons with Disabilities underpin support for decision making. In addition, three principles inform all support
for decision making, as illustrated in Figure 6.



1. Commitment

Effective support for decision making is contingent on the relationship between the person and their supporters.
This means that first and foremost, supporters must have a retationship with the person and a commitment to
upholding their rights. The relationship does not have to be excellent’ or ‘perfect’ but it has to be underpinned
by unconditional regard for the person as a human being of equal value and a holder of rights. With equality
and rights as foundational beliefs, supporters are more likely to have positive expectations about the person's
participation in decision making and to respect their opinions and preferences rather than subordinating them
to others in the decision making space (e.g., family members, staff, experts).

Effective support relationships are characterised by trust, genuine positive regard and honest interpersonal
interactions. Knowing a person is dynamic and ever changing, a supporter must be committed to continually
learning about the person’s changing self, often in terms of skills, preferences and circumstances.

2. Orchestration

Support for decision making is a shared task, involving a range of people from different parts of a person’s

tife. Importantly too it will involve people who know the person in different ways, such as a friend, a sister, and
perhaps more instrumentally as a client who requires intensive and costly support with everyday activities.
Supporters may include immediate or extended family, direct support workers, managerial staff, and subject
matter experts. A primary supporter leads and orchestrates support,drawing in other supporters, both formal and
informal from various parts of the person’s life, as well as mediating any differences. If such a lead person is not
evident then, for some decisions, it will be necessary to find someone willing to take on that role.

3. Reflection and Review

Supporters can, consciously or unconsciously, exercise enormous influence on people with cognitive disabilities
during the process of supporting decision making. Continuous reflection by supporters on their own values, their
own stake in the decision and potential to influence the person they are supporting will help ensure the decision
making agenda remains based on the will, preference and rights of the person they are supporting.

Reflexivity, which is self-awareness and continuous reflection, helps supporters to adopt a neutral non-judgmental
stance that puts aside their own preferences and assumes a neutral view on the costs and benefits of risk taking.

These principles mean that supporters must employ a self-questioning strateqgy, applying self-checks and balances
to each decision situation. Alsg, they must identify points in the process of support where they are particularly
vulnerable to providing biased, value-laden, or constrained support. The principles of reflective practice help also
to identify occasions when unchallenged implicit assumptions and worldviews are at play.

Support for decision making should be transparent and accountable, which means supporters must be both
self-reflective about their support and open to review by others. Supporters should be able to articulate their
reasoning processes and describe the observations, experience and knowledge they have used to inform their
support and track this through to the point of decision.

Strategies are needed for each step of support for decision making and for putting the principles into practice.
As illustrated in Figure 1, very broadly strategies can be seen as providing access to information and or
opportunities to widen experiences of what might be possible; enabling, ascertaining or interpreting a person's
preferences and helping to understand constraints and conseguences. But supporters need a wide repertoire of
more nuanced strategies that can be tailored to the person they support and the decision at hand. Strategies
must be person centred and will depend on timing and situational factors, the significance, scope and nature of
the decision, and who else might be involved in or affected by the decision.






Orchestration - requiring supporters to act in concert with cthers and not alone. This should mean
supporters work as part of an orchestration of support with others who know the person well and are
involved in their lives.

Person centred strategies - requiring supporters to tailor support strategies to the person
and the decision.

Rights and least restrictive alternatives - requiring the values of the United Nations Conventicn

to underpin all support for decision making, that supporters promote human rights and if they are
involved in formal or informal substitute decisions that curtail rights, they do so in the least restrictive
way possible.

Training for facilitators and supporters within this framework uses a case-based, interactive approach. Elements
are identified and exemplified through the experiences of both supporters and those who they support. Training
is ideally delivered through small face-to face groups but is designed to be appropriate for individual and/or
distance web-based delivery with minimal modification.

Interactive, case-based methods have been adopted because these methoeds support deep learning and the
development of critical reasoning skills, and promote motivation and enthusiasm. The cases can be presented in
a variety of formats (e.g., printed or video) and serve as the stimulus for acquiring the basic knowledge needed
to understand support for decision making. They also serve as the focus for developing self-awareness and
reflective practice skills.

The training program includes a series of resources which act as a toolkit to provide guidance to facilitators and
supporters. These resources provide systematic quides to support for decision making across the elements of the
framework and are designed for broad application.

That is, they can be applied equally to provision of support for person’s with high or low support needs, making
small or large decisions, in differing environments (e.g., institution, family home), across varying systems {e.g.,
NDIS, Health) and legal jurisdictions. The resources within the toolkit take various forms to support practice and
include flow charts, templates, tip sheets, checklists, practice summaries (e.g.,signs and pitfalls) and practice
recommendations.

The training modules designed for family members, direct care staff, appointed guardians and decision making
facilitators will further exemplify support for decision making practice. Piloting and evaluating the framework at
Kanangra Centre, whose residents and their families reflect one microcosm of people with cognitive disabilities,
will enable it to be refined to apply more widely to other NDIS participants.





