
Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalInformation?journalCode=idre20

Disability and Rehabilitation

ISSN: 0963-8288 (Print) 1464-5165 (Online) Journal homepage: https://www.tandfonline.com/loi/idre20

Development of an evidence-based practice
framework to guide decision making support for
people with cognitive impairment due to acquired
brain injury or intellectual disability

Jacinta Douglas & Christine Bigby

To cite this article: Jacinta Douglas & Christine Bigby (2020) Development of an evidence-based
practice framework to guide decision making support for people with cognitive impairment due
to acquired brain injury or intellectual disability, Disability and Rehabilitation, 42:3, 434-441, DOI:
10.1080/09638288.2018.1498546

To link to this article:  https://doi.org/10.1080/09638288.2018.1498546

© 2018 The Author(s). Published by Informa
UK Limited, trading as Taylor & Francis
Group.

Published online: 18 Nov 2018.

Submit your article to this journal Article views: 21693

View related articles View Crossmark data

Citing articles: 25 View citing articles 

https://www.tandfonline.com/action/journalInformation?journalCode=idre20
https://www.tandfonline.com/loi/idre20
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/09638288.2018.1498546
https://doi.org/10.1080/09638288.2018.1498546
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2018.1498546
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2018.1498546
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2018.1498546&domain=pdf&date_stamp=2018-11-18
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2018.1498546&domain=pdf&date_stamp=2018-11-18
https://www.tandfonline.com/doi/citedby/10.1080/09638288.2018.1498546#tabModule
https://www.tandfonline.com/doi/citedby/10.1080/09638288.2018.1498546#tabModule


PERSPECTIVE IN REHABILITATION

Development of an evidence-based practice framework to guide decision making
support for people with cognitive impairment due to acquired brain injury or
intellectual disability

Jacinta Douglasa,b and Christine Bigbya

aLiving with Disability Research Centre, La Trobe University, Melbourne, Australia; bSummer Foundation, Melbourne, Australia

ABSTRACT
Purpose: At least 5% of people in Australia and the USA have cognitive impairment and require support
for decision-making. This paper details a research program whereby an evidence-based Support for
Decision Making Practice Framework has been developed for those who support people with cognitive
disabilities to make their own decisions across life domains.
Methods: The La Trobe framework was derived from a research program modeled on the Medical
Research Council four-phase approach to development and evaluation of complex interventions. We com-
pleted phase one (development) by: (1) systematically reviewing peer-reviewed literature; and (2) under-
taking qualitative exploration of the experience of support for decision-making from the perspectives of
people with cognitive disabilities and their supporters through seven grounded theory studies. Results of
phase two (feasibility and piloting) involving direct support workers and health professionals supported
phase three (evaluation) and four (implementation), currently underway.
Results: The framework outlines the steps, principles, and strategies involved in support for decision-mak-
ing. It focuses on understanding the will and preferences of people with cognitive disabilities and guides
those who provide support including families, support workers, guardians, and health professionals.
Conclusions: This framework applies across diverse contemporary contexts and is the first evidence-
based guide to support for decision-making.

� IMPLICATIONS FOR REHABILITATION

� Support for decision-making is essential to maximise the participation of people with cognitive
disability in decisions about their lives.

� Research has shown that support for decision making is a complex multifaceted process compris-
ing multiple overlapping steps, delivered through individually tailored strategies and informed by
practice principles.

� The La Trobe practice framework provides an evidence-based guide for engaging in effective sup-
port for decision-making with people with cognitive disability.
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Introduction

At least 650 million people or 10% of the world’s population have
some form of disability [1]. A substantial proportion of these peo-
ple have cognitive disability due to a variety of developmental
conditions affecting various intellectual or cognitive functions,
including intellectual disability, specific conditions (such as
specific learning disability, autism, attention deficit hyperactivity
disorder), and problems acquired in adulthood or later in life
through acquired brain injuries (ABI) or neurodegenerative dis-
eases (such as Alzheimer’s Disease and Multiple Sclerosis).
Prevalence data indicate that at least 5% of people in Australia [2]
and the USA [3] have some form of cognitive impairment due to
intellectual disability or ABI and thus may require significant levels
of support for decision-making.

The right of all people with disabilities to participate in deci-
sion-making is clearly articulated in the 2006 United Nations (UN)

Convention on the Rights of Persons with Disabilities [4]. Article
12 of the convention not only articulates the right of persons
with disabilities to enjoy legal capacity on an equal basis with
others in all aspects of life, but also holds signatory nations
responsible for developing appropriate measures to provide
access to persons with disabilities with the support they may
require in exercising their legal capacity.

In 2014, the Australian Law Reform Commission (ALRC)
reported on their examination of laws within the Commonwealth
jurisdiction that deny or reduce the equal recognition of people
with disability as persons before the law and their ability to exer-
cise legal capacity. The commission proposed a set of National
Decision-Making Principles and accompanying Guidelines
acknowledging that access to support for decision-making was
essential [5]. These principles declare that will, preferences, and
rights must direct decisions that affect the lives of people with
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disabilities making particular reference to support in Principle 2:
Persons who require support in decision-making must be pro-
vided with access to the support necessary for them to make,
communicate, and participate in decisions that affect their lives;
and Principle 3: The will, preferences, and rights of persons who
may require decision-making support must direct decisions that
affect their lives.

While formal acknowledgement of support for people with
cognitive disabilities to participate in decision-making is important
from a legal standpoint, it is equally important to gather rigorous
evidence of what works in terms of ensuring that the will and
preferences of people with cognitive disabilities are actually at
the center of their decision-making [6]. Early adopters of legal
mechanisms to recognize supported decision making such as
Representation Agreements in Canada [7] and the Godman sys-
tem in Sweden [8] have provided little evidence on the operation
and outcomes of these mechanisms and consequently contrib-
uted little to our understanding of the practice of support in
these contexts. Indeed, serious doubts have been raised about
the capacity of such schemes to deliver their intended benefits
across the full range of people with cognitive disabilities [9–15].

Given increasing formal and legal acknowledgement of the
crucial role played by support in the context of decision-making
for people with cognitive disabilities, growing attention has been
paid to the practice associated with the delivery of support. In
Australia, a number of small pilot projects have been developed
to deliver support for decision making training to supporters.
Using scoping review methodology [16], Bigby, Douglas, Carney,
Then, Wiesel, and Smith [17] identified and critically reviewed six
pilot projects that were completed between 2010 and 2015 in
Australian states and territories. These pilot programs were all
small-scale projects with the common aim of supporting participa-
tion of people with cognitive disabilities in decision-making about
their lives. Each of the projects trialed a model of support cen-
tered on a decision maker-supporter dyad. The number of dyads
involved in the projects ranged from 6 to 36. The majority of
decision makers were adults with mild intellectual disabilities;
most of the supporters were unpaid and had some form of preex-
isting relationship with the person with cognitive disability.

The pilot projects revealed important insights into models for
delivering support for decision-making and demonstrated some
positive outcomes. However, overall findings provided little evi-
dence about the practice of support or the essential ingredients
and effectiveness of training due to the lack of depth and rigor
applied within the respective evaluation processes. These limita-
tions are far from specific to these particular programs and reflect
a more general problem in disability research, whereby the devel-
opment of training packages tends to have been based primarily
on expert opinion and practice wisdom rather than rigorously
developed empirical evidence.

In this paper, our aim is twofold: first, to outline the methodo-
logical process of the research program that has underpinned the
development of a framework to guide the practice of decision-
making supporters; and second, to describe the resultant frame-
work and its application. We developed this practice framework
as a support for decision-making framework so that it could be
applied flexibly within current informal (e.g., support from families
or service providers) and formal (e.g., guardianship or substitute
decision making), and developing formal (e.g., supported decision
making) legal frameworks in Australia and elsewhere by support-
ers of people with cognitive disabilities. Thus, the practice frame-
work was designed to accommodate the variable and specific
provisions of local legislation. For example, it can be used to

guide the practice of support for decision making within the
specific legislative guidelines around decision-making in
the Mental Capacity Act 2005 (MCA) in England and Wales [18],
the Assisted Decision-Making (Capacity) Act 2015 (ADMA) in
Ireland [19] and the variable and changing state-based legislative
contexts across Australia. It was conceptualized as being applic-
able to people with intellectual disability or ABI. Both of these
groups have broadly stable rather than declining levels of cogni-
tive impairment characterized by executive function, self-direction,
and communication difficulties of varying severity ranging from
mild to severe and profound. It is also important to note that a
person’s need for decision-making support is not static and may
fluctuate as a function of the nature of the decision to be made,
the requirements of the legislative jurisdiction, the current situ-
ation, and related circumstances for the person. Indeed for some
people, support may only be required for specific decisions. This
framework can be used flexibly to support decision making across
the continuum of self-generated, through shared to substi-
tute decisions.

Each of the authors had a longstanding interest in decision-
making issues for these particular groups of adults, people with
ABI and people with intellectual disability respectively, which had
grown out of both academic research and professional practice.
For example, the second author had explored parental planning
for the future, and identified the effectiveness of “key person suc-
cession plans” in the transition from parental care for middle-
aged adults with intellectual disability and the continuing role of
siblings in decision-making support in later life [20]. Subsequent
research on the lived experiences of older people with intellectual
disability, who had spent much of their lives in supported accom-
modation services had demonstrated however, that others made
decisions about their lives, service providers did not listen and
take notice of what older people said, and “policies of individual-
ised services and planning that reflect the individual’s needs and
goals had not touched their lives” [21,p(0).228]. For adults with
ABI, the first author had explored the experience of choice mak-
ing in the context of leisure activity [22], the conceptualization of
self and its impact on personal goal setting, choice making for
people with ABI during rehabilitation [23], and while living long
term in the community [24].

With this early research as background, the authors chose a
four-phase approach modeled on the Medical Research Council
(MRC) guidance for developing and evaluating complex interven-
tions [25,26] to direct the research process underpinning the
development of a support for decision-making practice frame-
work. To date the resultant findings have been published progres-
sively to inform current practice and update progress. Our
decision to use MRC guidance reflected the complex nature of
the construct of support for decision making and in turn the likely
complexity of a practice framework (intervention) designed to
improve the delivery and outcomes of decision-making support.

Complex interventions typically include interacting and over-
lapping components, require a number of behaviors by those
delivering the intervention, target a number of groups or organ-
izational levels and require a degree of flexibility or tailoring in
their delivery [26]. All these characteristics apply to training/inter-
vention in the domain of support for decision making with people
with cognitive disabilities. Support for decision making is clearly a
complex process with multiple players (e.g., the person with cog-
nitive disability, the supporter, others influencing or impacted by
the decision) across a range of components (e.g., identifying the
decision; implementing the decision) that requires ongoing tailor-
ing across multiple factors (e.g., the personal attributes of the
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individual with cognitive disability including his or her life stage,
the characteristics of the physical, social, and organizational envir-
onment). In this paper we focus principally on describing phases
one and two (development, feasibility and piloting) of the overall
development and evaluation process. We then outline the evalu-
ation of effectiveness (phase three) that is currently underway
and implementation (phase four) activities that are planned.

Method

Research program

The overall development and evaluation program for the La
Trobe framework for the Delivery of Support for Decision Making
[27] encompasses the four broad phases outlined by Craig et al.
[26]: development, feasibility and piloting, evaluation, and imple-
mentation (see Figure 1). All projects undertaken to inform the
development and evaluation of the practice framework were com-
menced following receipt of approval from the La Trobe
University Human Ethics Committee.

Phase one: development
During the development phase our aim was to locate and use the
best available evidence relating to provision of support for deci-
sion making to people with cognitive disabilities. We addressed
this aim by (1) systematically searching and reviewing the peer-
reviewed literature; and (2) undertaking qualitative exploration of
the experience of support for decision making from the perspec-
tive of people with cognitive disabilities and their supporters.

Reviewing the literature
The systematic review covered the peer-reviewed literature from
2000 and was completed in September 2014. The search strategy,
yield and review results are detailed in the report produced for
the project funders [28]. The search was guided by the broad
research question; what is the research evidence about the proc-
esses of providing support for decision making of people with
intellectual disability or ABI? The combined searches of four data-
bases produced 1642 references (excluding duplicates). Papers
were excluded if: they were commentaries rather than reporting
research; did not specifically address the processes of support for
decision making of people with either intellectual disability or
ABI; involved children rather than adults; focused only on

measurements for assessing capacity; reported experimental
assessments of choice making in artificial as opposed to real life
settings; and only described the absence of choice or decision
making rather than processes of support. A total of 54 papers
including three in press articles comprised the final yield.

Most of the studies (46/54) were concerned with adults with
intellectual disabilities and only eight involved participants with
ABI [29–36]. Our own recently published articles [33–35] were the
only studies that focused on people with traumatic brain injury (TBI)
and their supporters (spouses/partners, parents, friends, and paid
workers). The presence of spousal supporters in this group revealed
a notable contrast with studies of people with intellectual disability
where spousal supporters are largely absent and family supporters
are typically parents or in the case of older people, siblings.

Overall the final yield represented a relatively small body of lit-
erature reflecting a weak evidence base, with few large scale or
methodologically rigorous studies. Very few of the studies focused
specifically on processes of support for decision making and
instead choice or decision making was included as one of several
factors investigated. For example, Ellem, O’Connor, Wilson, and
Williams [37] included support for decision making as part of their
study of social work practice with marginalized groups. The types
of choice or decisions considered varied widely across studies,
although issues of sexuality and health had received more atten-
tion than other decision areas. Constraints associated with risk
management, assumptions about best interests, and the impact
of limited time frames on decisions were evident. For example,
Burgen [31] highlighted how timeliness of support may actually
reduce the options considered in making a decision
about pregnancy.

A diverse range of situational contexts was sampled across the
studies. The most frequently encountered contexts included deci-
sion making in the context of service provision by staff in sup-
ported accommodation or vocational settings, group situations
such as self-advocacy, planning, transition or interdisciplinary
meetings, health settings targeting support by nurses, other
medical professionals, and family contexts. In general, decision
types were most commonly broken up by magnitude and life
space of the decision such as “big” major life space (e.g., who you
live with, what kind of job you have, how to manage finances) or
“small” everyday life space (e.g., what you have for breakfast,
what you wear).

Across the body of research a number of supporter characteris-
tics and skills were identified as enabling people with cognitive
disability to participate in decision making. Examples of enabling
characteristics included supporters having a positive attitude
towards people with cognitive disability exercising choice, control,
and creating decision making opportunities [30,33,38–43]; being
self-aware; able to suspend one’s own judgments and able to
adopt a neutral and non-judgmental stance in providing support
for decision making [37]; having a positive relationship with the
individual based on trust and understanding [31,33–35]; knowing
about a person’s cognitive impairment and being able to adjust
support and communication to the strengths and weaknesses of
the individual [33,44–46].

Exploring the experience of people with cognitive disabilities and
their supporters
In order to understand and characterize the experience of support
for decision making, researchers from the Living with Disability
Research Centre at La Trobe University conducted seven explora-
tory studies with people with intellectual disability, people with ABI,
and those who support them to participate in decision-making.

Figure 1. Process of development and evaluation: modeled after Craig
et al. [24].
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This work has been conducted in a constructivist framework [47]
employing interview (individual and focus group) and observational
methods to generate data then analyzed using Grounded Theory
principles and procedures. This body of research has given rise to
13 published articles [9,13,24,27,28,33–35,48–52] that together build
a rich understanding of support for decision making in the lives of
people with cognitive disabilities. Overall this work has benefitted
from in-depth exploration of the experiences of 52 adults with cog-
nitive disabilities and 75 supporters. These qualitative studies have
revealed a diverse range of factors that impact on the process of
providing support and the strategies used. Taken together the find-
ings demonstrated that:

…people with cognitive disabilities have a “positive” or “successful”
experience of decision-making support, if support is provided by one or
more individuals with whom they have a trusting relationship; who have
a knowledge of their history and goals (including previous decisions and
outcomes), and the nature of their impairment and level of functioning;
who are flexible and use variable strategies to tailor their support to the
unique needs and characteristics of each individual; and who collaborate
with the individual to reach their desired outcome. [13, p. 40].

The findings also demonstrated the uncertainty about roles of
family members in decision support, the potential for them to be
excluded from decision processes, and for reversion by health or
disability service providers to traditional professional paradigms
[48]. They identified the need for clearer processes of decision
making support to ensure the perspective of people with cognitive
disabilities are taken into account and the absence of mediation
processes to resolve competing perspectives of formal and infor-
mal supporters. Overall, analysis of the body of data from people
with cognitive disabilities and their supporters showed that sup-
port for decision-making was a multi-component process that did
not proceed in a fixed order, could be fulfilled in a recursive man-
ner, and benefitted from the influence of a set of overarching prin-
ciples. Together with the insights afforded by the systematic
review, the “lived” experience evidence gave rise to the La Trobe
Support for Decision Making Practice Framework [27].

Phase two: feasibility and piloting

The Framework was piloted with the support of funding from
New South Wales, Family and Community Services (phase two of

development and evaluation, Figure 1). Training procedures and
strategies were tested with support workers and health professio-
nals working with 45 people with cognitive disability in a large
residential setting. Following this pilot phase, revisions were
made, and a training manual developed.

Phase three: evaluation

Following development of customized measures, the framework is
currently being evaluated through a randomized control trial
(phase three, Figure 1) funded by an Australian Research Council
– Linkage grant [53]. Two parallel impairment-specific randomized
controlled trials (supporters of people with ID and supporters of
people with ABI) are underway using blinded randomized assign-
ment to the education program and waitlist control conditions
within each of the impairment groups. The effectiveness of the
training (intervention) program will be evaluated for each impair-
ment group contrasting the waitlist and intervention groups on
pre-intervention, post-intervention, 3-month, 6-month, and 12-
month follow-up measures. This project uses a mixed method
design with both quantitative and qualitative measures. Process-
related outcomes are being evaluated through interviews at each
time point, data from which will be used to build an understand-
ing of the change process.

Results

The La Trobe support for decision-making practice framework

Based on our research findings to date, the support for decision-
making process is conceptualized as comprising seven compo-
nents or steps, delivered through individually tailored strategies,
and informed by three principles. Figure 2 is a schematic repre-
sentation of the process. However, it is emphasized that the real
world is less ordered and although the steps are depicted as sep-
arate elements in the figure, they are considered part of an itera-
tive process, can often occur simultaneously, and re-occur in the
context of a single decision process.

The framework was built progressively based on analysis of
the data, the results documented across the systematic review,
and each of the completed qualitative studies. Table 1 illustrates

Figure 2. Support for decision-making practice framework: steps, strategies, and principles.
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this process demonstrating the contribution the findings of com-
pleted studies have made to the evolution of the framework.

Support for decision-making steps

Step 1: Knowing the person. Support for decision-making is a per-
son centered process and supporters need to “know” the person
well. Knowing the person means knowing all aspects of the
person and having a sense of the person’s self-identity or
self-concept (Who I am and how I feel about myself) [24]. This
step usually encompasses knowing about the person’s attributes
and style, personal characteristics, likes, dislikes, preferences, skills,
the effect of their specific cognitive impairments, their social con-
nections, history, and personal story. Part of knowing a person
also means understanding the way they are seen by others in
their network including, family, friends, support workers, and the
various professional “experts” who have been involved in
their life. Knowledge of what defines the person provides
the conceptual context for understanding their will and
preferences.

Step 2: Identifying and describing the decision. In order to pro-
vide effective support, it is necessary to describe the decision and
its features in full: its scope (how much it is likely to impact on a
person’s life and the other decisions that might flow from it); who
should be involved in helping the person to make the decision or
the formal organizations that may be involved (such as the crim-
inal justice system or health system); the constraining factors that
will help shape the decision, or may be taken for granted and
that may need to be challenged by supporters; the time frame
available in which to make the decision, and the potential

consequences of choosing one decision option over others.
Describing a decision helps to focus attention on the core issues,
guide who to involve, identify tensions that might arise and con-
straining factors that might be amenable to change and clarify
the potential flow on effects of this decision to other parts of a
person’s life.

Step 3: Understanding a person’s will and preferences about the
decision. This component is a “blue sky” step in the process. The
person and their supporters think as widely as possible about
the decision, all the possible options that need to be explored, the
person’s preferences about all the things that will be encompassed
in the decision, and the consequences of different options.
Everyone has preferences. They stem from experiences, know-
ledge, and available information, personal values or cultural norms.
They are communicated in many ways – through words, signs,
gestures, expressions, behavior, actions or lack thereof. For some
people preferences have to be interpreted by supporters based on
their knowledge of the person, or garnered from the perspectives
of others who know the person well or in different contexts.

Step 4: Refining the decision and taking account of constraints. A
decision is more than a dream or hopeful statement in a plan; it
must be implementable. In this fourth step preferences are priori-
tized, refined and shaped by constraints such as time, money,
impact on other people, and safety. Ways are found to ensure the
decision will be implemented, and potential constraints might be
questioned or creatively managed.

Step 5: Considering whether a self-generated, shared or substitute
decision is to be made. This step distills the knowledge gained in
earlier steps about the decision, preferences, priorities, constraints
and consequences. The manner in which the decision is to be

Table 1. Findings contributing to the La Trobe Support for Decision Making Practice Framework.

Effective Support for Decision Making Evidence Source/s

Is a process with discernable components [9,13,28,34,35]
Knowing/getting to know the person is essential to the process [9,13,34,35]
Knowing the person includes understanding: [9,24,28,33,49,50,52]

� who they are and how they see themselves,
� their personal story (opportunities and experiences)
� their personal attributes, likes and dislikes,
� their functioning and skill level (strengths and weaknesses)
� their goals
� their needs
� their social connections (close and distant)
� their preferences (what they want/don’t want)
� what/who contributes to their sense of wellbeing and comfort
� what/who contributes to their sense of distress and discomfort
� how they are perceived by those around them
� how much experience with decision making the person has had
� participation in decision making plays an important role in the ongoing development of self

The decision making process is shaped by the context in which it takes place [9,17,28,48,34,51]
Every decision is a new experience [9,34,52]
Decision making occurs in the context of relationships [9,13,24,28,33,34,35,50]
It is necessary to understand the decision, its features and potential consequences in full [9,13,27,28,33,34,35,48,51]

� how much will it impact on a person’s life
� who else will be involved or affected
� what other decisions might flow from this decision
� what constraining factors are present; can they be challenged

It is crucial to know the person’s will and preferences around a specific decision [9,13,27,35,49,51,52]
� all the possible options need to be explored

A decision needs to be implementable [13,17,27,33,35]
� implementation may not rest with decision-making supporters
� supporters may need to engage advocates to support implementation of the decision
� others in a person’s support network may shift into an advocacy role to make sure action occurs

Supporters bring their own motivation, values and beliefs when providing support [9,13,27,28,34,35,49,51,52]
� commitment to upholding the person’s rights is essential
� regular self-reflection and review are essential

Supporters report that providing decision-making support can be an onerous and burdensome task at times [9,13,27,28,33]
� orchestration: those providing decision-making support require support in their roles
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reached is based on the knowledge accumulated about the spe-
cific decision and the person’s own skills. Indeed it may well
become clear that the person can self-generate the decision with
little or no support throughout the process. In other situations,
anticipated harm to self or others or unresolved conflict about
reaching a shared decision, may indicate that support for a more
formal process of making a substitute decision may be appropri-
ate by for example, application for a guardian. In the situation
where a person already has a guardian in place, then the decision
making supporter provides the guardian with all the relevant
information to support a decision that reflects the person’s will,
and preferences.

Step 6: Reaching the decision and associated decisions. At this
step, the decision is made to reflect prioritized preferences as
closely as possible. The many consequential decisions that will
flow from a major decision will become clearer. In supporting
each of these smaller decisions the support for decision making
cycle loops back through the process and is repeated. At this step
depending on the decision, it may be formally recorded and
communicated to others involved in the person’s life, formal or
informal, who will support its implementation.

Step 7: Implementing a decision and seeking out advocates if
necessary. Decision-making can often falter because 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-making process. Implementation may not rest with
decision-making supporters and supporters may seek out advo-
cates to support implementation of the decision or others in a
person’s circle may shift into an advocacy role to make sure the
decision is followed through by actions. The processes of support
do not stop here; as the person being supported is likely to be
involved in making consequential decisions and other unrelated
decisions for which support might be needed. Having an advo-
cate or a case manager to help implement a decision will not
remove the need for continuing support with decision making.

Principles of support for decision-making

As illustrated in Figure 2, three principles that inform the support for
decision-making process have been identified. These principles are:
(1) commitment, (2) orchestration and (3) reflection and review.

Commitment means that first and foremost, supporters must
have a relationship with the person and a commitment to
upholding their rights. The relationship does not have to be
“excellent” or “perfect” but it does have 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 founda-
tional beliefs, supporters are more likely to have positive expecta-
tions about the person’s participation in decision making, and to
respect their opinions and preferences rather than subordinating
them to those of others in the decision making space (e.g., family
members, staff, experts).

Orchestration relates to the shared nature of support for decision
making which involves a range of people who know the person in
different ways, such as a friend, a family member, 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.

Reflection and review captures the self-awareness and continu-
ous reflection supporters need to maintain in order to hold a neu-
tral non-judgmental stance that puts aside their own preferences.
Continuous reflection by supporters on their own values, their
own stake in the decision and potential to influence the person
being supported will help ensure the decision making agenda
remains based on the will, preferences, and rights of the person
they are supporting. Supporters need to employ a self-question-
ing 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 sup-
port. Effective support for decision making is transparent and
accountable meaning that supporters should be open to review
by others, able to articulate their reasoning processes, describe
the observations, experience and knowledge they have used to
inform their support, and track this through to the point
of decision.

Strategies for practice

Strategies are needed for each step of the support for decision-
making process and for putting support principles into practice.
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 consequences. Supporters
need a wide repertoire of nuanced strategies that can be tailored
to the person and the decision at hand. Effective strategies are
person centered and will depend on timing and situational fac-
tors, the significance, scope and nature of the decision, and who
else might be involved in or affected by the decision (see Table 2
for a range of strategies identified in our research findings and
Douglas [24] for additional strategies to support interactions with
people with cognitive difficulties).

Table 2. Practice strategies identified through research.

Attention to communicationa

� Pitching information and communication methods at the right level
� Being aware of verbal and non-verbal behavioral clues
� Checking back for understanding
� Reviewing information presented

Education about consequences and practicalities
� Making the decision and consequences understandable to

the individual
� Doing the research to gather information
� Presenting the options and related pros and cons
� Identifying associated smaller decisions and consequences
� Explaining the consequences and that priorities can be undermined by

small decisions
Listening and engaging to ensure all options are considered

� Being attentive to will and preferences
� Taking sufficient time
� Using others as sounding boards

Creating opportunities
� Using active reframing that invites participation
� Providing a sounding board
� Acknowledging low expectations and building confidence
� Testing options
� Introducing and nurturing the seeds of ideas
� Bringing in others to trial a situation
� Creating distance to enable greater autonomy

Breaking things down
� Breaking decisions into smaller components
� Teaching and shaping skills to identify steps and smaller components

aSee Douglas et al. [24] for additional strategies to support interactions with
people with cognitive difficulties.

SUPPORT FOR DECISION MAKING PRACTICE FRAMEWORK 439



Delivery of the support for decision making training

This practice framework has been designed with a view to flexible
delivery of training. To date, it has been piloted successfully in
face-to-face training sessions in small and large group environ-
ments with a range of participants including, family members,
support workers, public guardians, allied health professionals, and
community case workers. It is well suited to further development
and evaluation as a structured online learning package along with
a suite of audio-visual training resources that we have developed.

Discussion

From the perspective of self-determination, it is clear that good
support for decision-making is crucial. It enables the will and pref-
erences of people with cognitive disabilities to be central to their
decisions and increases their control over their own lives. In turn,
this can positively affect the self-identity, psychological wellbeing,
and quality of life of people with cognitive disabilities.
Developments such as those reflected in the principles outlined in
the reports of the ALRC [5] and the LCO [15], in amendments to
legislation such as the Adult Guardianship and Trusteeship Act
(2008) in Alberta, Canada [54] and the Assisted Decision-Making
(Capacity) Act (2015) in Ireland [19] and in the recently introduced
National Disability Insurance Scheme (NDIS, 2013) in Australia [55]
demonstrate the pressing need for an evidence-based and
effective practice framework with associated training materials
that have applicability across the diverse informal and formal
contexts in which support for decision-making occurs.

Until now, limited empirical investigation into the practice of
support for decision making has meant that our current tools to
guide support have been largely based on ideology, principles
drawn from social, health, and legal professional practices, or
practice wisdom rather than empirical evidence. However, it is
essential that training programs are evidence-based and rigor-
ously evaluated in terms of impact and potential to shape the
attitudes and skill of decision-making supporters, and in turn the
sense of control of those in receipt of support.

The framework that we have described in this article has been
systematically developed and is undergoing evaluation through a
four–phase research program. The framework is the first to pro-
vide an evidence-based guide for engaging in effective support
for decision-making. It has been subjected to pilot evaluation and
feasibility testing. Further evaluation of the implementation and
the short- and long-term effectiveness of this framework is cur-
rently underway through an ARC-Linkage project [53] comprising
two parallel, randomized controlled trials drawing on participants
with intellectual disability and ABI, and their supporters across
eastern Australia. This trial will not only deliver evidence of
the effectiveness of the framework but also provide insights
into the characteristics of the change process underpinned by
participation in the training.

Although this framework has been rigorously developed to tar-
get support for decision making with two groups of people with
cognitive disabilities, intellectual disability and ABI, the support
process described is conceptually applicable more broadly to other
groups. Thus, additional evaluation of the framework with people
with degenerative disorders giving rise to dementia/declining cog-
nitive ability and people with mental health problems giving rise
to intermittent periods of compromised cognitive ability and those
who support them is recommended. Finally we see this framework
as a vehicle for change whereby people with cognitive disabilities
who have been delegated as passengers in their own lives are
effectively supported to drive their own futures.
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