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ORIGINAL ARTICLE

“I used to call him a non-decision-maker - I never do that anymore”:
parental reflections about training to support decision-making of their adult
offspring with intellectual disabilities

Christine Bigbya , Jacinta Douglasa,b , Elizabeth Smitha , Terry Carneyc , Shih-Ning Thend and Ilan
Wiesele

aLiving with Disability Research Centre, La Trobe University, Bundoora, Australia; bSummer Foundation, Melbourne, Australia; cSchool of Law,
University of Sydney, Sydney,Australia; dAustralian Centre for Health Law Research, School of Law, Queensland University of Technology,
Brisbane, Australia; eSchool of Geography, University of Melbourne, Melbourne, Australia

ABSTRACT
Purpose: A rights perspective proposes supported decision-making as an alternative to substitute deci-
sion-making. However, evidence about supported decision-making practice is limited. Our aim was to
build evidence about building the capacity of decision supporters.
Methods: Eighteen parents of people with intellectual disabilities were trained in decision support using
the La Trobe Support for Decision-making Practice Framework. Data from repeated semi-structured inter-
views and mentoring sessions were used to capture parental reflections on the value of training.
Results: The training acted as a catalyst for parent self-reflection and the Framework prompted them to
adopt a more deliberative approach to supporting decision-making. Some parents perceived increased
confidence of their adult offspring in expressing preferences resulting from their own changed approach.
Conclusions: This study demonstrates the efficacy of this Framework and evidence-based training in
building the capacity of parental decision supporters to be consistent with the rights paradigm.

� IMPLICATIONS FOR REHABILITATION
� The La Trobe Support for Decision-making Practice Framework is an evidence-based approach to

decision support practice with an accompanying set of free online resources which can be used by
individual practitioners or programs to inform their practice and build the capacity of supporters.

� Parents of adults with intellectual disabilities value training in the La Trobe Support for Decision-mak-
ing Practice Framework, which they consider helps to develop their decision support skills and
self-reflection.

� Parents also value individual mentoring following training to assist them to apply the principles of
the practice framework to the everyday support for decision-making they provide to their adult son
or daughter.

� Training in support practice should be accompanied by individual mentoring or other strategies to
assist parents of adults with intellectual disabilities to discuss and solve the difficult issues they con-
front in providing decision support more aligned to the rights paradigm.
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Introduction

The United Nations Convention on the Rights of Persons with
Disabilities (CRPD) has generated changed thinking about deci-
sion-making for people with intellectual disabilities. Article 12 of
the CRPD has been interpreted as requiring “the ‘will and prefer-
ences’ paradigm to replace the “best interests” paradigm to
ensure that persons with disabilities enjoy the right to legal cap-
acity on an equal basis with others” [1,p.5]. Such interpretations
propose supported decision-making options should replace sub-
stitute decision-making regimes [2]. The underpinning principles
of such options are respect for the person’s right to participate in
decision-making, support that gives primacy to their will and

preferences, and mechanisms that safeguard against undue influ-
ence by supporters [3].

In Australia, as in other jurisdictions, law reform agencies have
reviewed the rationale for supported decision-making options (for
review see Then et al. [4]). Many have recommended new
schemes as alternatives rather than replacements for substitute
decision-making laws. However, legal reform has been slow. A
common concern raised by law reform agencies has been the
scant evidence about the support practices necessary to deliver
rights-based support as well as concerns about potential abuse of
supporters’ power [5].

Evidence about supported decision-making practice is slowly
growing. For example, Browning’s [6] study of 25 decision
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supporters of people with intellectual disabilities in the context of
Representation Agreements in British Columbia, Canada, found
their support varied in its respect for a person’s preferences. This
variability was mediated by the type of a decision, the context,
the values of both supporters and the person, and their relation-
ship. Supporters perceived the benefits of Representation
Agreements as practical, such as recognition of their standing by
third parties, and few had been offered training in supported deci-
sion-making principles. Various small pilot projects, in Australia and
elsewhere have trialled models for delivering support aligned with
the intent of supported decision-making outside legislated schemes
[7,8]. Evaluations of pilots have been positive but point to limited
evidence underpinning training for supporters and the frequent
exclusion of people with more severe intellectual disabilities or
those without existing supporters from schemes. Although evalua-
tions of support practice are limited, findings do suggest the value
of training and supervision for supporters.

Notably, similar variability in support practices to those found
by Browning [6,9] has been identified by studies of decision sup-
port outside the context of formally supported decision-making
schemes [10–13]. These studies suggest supporters’ respect for
preferences varies depending on the decision and context, and
their actions can range from controlling to enabling. Empirical
findings such as these add to the previous commentary by
Carney [14] about the importance of focussing on the capacity of
decision supporters to deliver support that facilitates participation
and respect for will and preferences both within and outside for-
mal supported decision-making options.

Finding ways to build supporter capacity and progress the shift
to a rights paradigm has posed a major policy challenge in
Australia. The National Disability Insurance Scheme (NDIS) was
intended to reflect aspects of the government’s CRPD obligations
and increase the choice and control of people with disabilities
through reform of the disability system [15]. However, despite
adults with intellectual disabilities being the largest single group of
adult participants in the NDIS, it does not incorporate features to
ensure availability of decision-making support, build supporters’
capacity to respect will and preferences, or ensure accountability of
supporters. Rather the NDIS relies on existing unregulated informal
support or appointment of substitute decision-makers through its
nominee provisions or guardianship laws in each State or Territory
[16]. Six years since its inception the implications of these omis-
sions from the NDIS are becoming clear: growing numbers of peo-
ple with intellectual disabilities are losing their right to legal
capacity as appointments of guardians increases, and evidence is
accumulating about their lack of involvement in planning or deci-
sion-making about services (for review see [17]). An investigation of
supported decision-making was recommended as a priority in a
review of the NDIS legislation [18], and at the time of writing a
public consultation had been promised.

Development of evidence-based support for decision-making
practice framework

Achieving a substantive paradigm change in decision support for
people with intellectual disabilities depends not only on the
establishment of supported decision-making options but also on
building the capacity of decision supporters. To fill the evidence
gaps about practice and training, the La Trobe Support for
Decision-making Practice Framework (the Framework) was devel-
oped [19]. Intended as a guide to practice aligned with the intent
of supported decision-making the Framework also provides the
foundation for training supporters. The Framework was derived

from a program of research about the components of effective
support for decision-making for people with cognitive disabilities.
Details of this program, the Framework, and steps in its develop-
ment are published so not described in detail here [19–21]. In
summary, the Framework sets out that effective practice for deci-
sion support encompasses; three principles (commitment, orches-
tration, reflection & review), seven steps (knowing the person,
identifying and describing the decision, understanding will and
preferences, refining the decision to take into account of con-
straints, considering if a formal process is needed, reaching the
decision and associated decisions, implementing the decision and
seeking advocates if necessary), and an array of strategies tailored
at each step to the decision, context and person. Figure 1 dia-
grammatically represents the Framework.

Study aims and research questions

This paper reports on a subset of data from a study that aimed to
fill the gap in evidence about building the capacity of decision
supporters. The study used mixed methods, qualitative interviews,
and the completion of several quantitative measures, to explore
the influence of an evidence-based training package, based on
the Framework, on the quality of decision support provided to
people with intellectual disabilities. Specifically, the training aimed
to increase supporters’ capacity to enable participation of people
with intellectual disabilities, respect their will and preferences,
and use strategies reflecting evidence about effective practice.
Drawing on a sub-set of qualitative data from the study, this
paper reports findings of the following questions: (1) How do
parents of adults with intellectual disabilities reflect on training
about decision support practice and the relevance of the
Framework? (2) How do parents perceive that training about deci-
sion support practice impacts their day-to-day provision
of support?

Method

We used a social constructionist theoretical perspective, reflecting
the focus on the subjective realities of decision supporters of peo-
ple with intellectual disabilities [22]. In line with a social construc-
tionist perspective, an exploratory qualitative design was used to
generate data using semi-structured interviews and mentoring
sessions, focussing on participant reflections about their learning
and behaviour, and other changes following the training.
Approval was given by the University Human Research Ethics
Committee and all participants gave informed consent to
participate.

Sample and recruitment

Participants were recruited through information distributed about
the study by industry organisations which were research partners
and the researchers’ networks of advocacy, parent, and disability
support organisations. Participants were 18 parents who regularly
supported the decision-making of their adult son or daughter
with intellectual disabilities, and who participated in a training
intervention based on the Framework. Parents’ ages ranged from
47 to 74 years with a mean of 59 years, and thirteen were moth-
ers. They lived in the three Australian states, Victoria, Queensland,
and New South Wales. The adults they supported ranged in age
from 19 to 39 years with a mean of 27 years. Most of the adults
(15) lived at home with one or both of their parents. The severity
of their intellectual disability was reported by parents and ranged
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from profound to mild. The age of each parent and the adult
with an intellectual disability they supported, and the severity of
each adult’s intellectual disability reported by their parent, are
shown in Table 1.

Training intervention

Parents participated in a one-day training session delivered to small
groups by the first author or another experienced trainer. The

session was based on the Framework and drew extensively on the
video material available in the online training resources about sup-
ported decision-making [23]. Following the training session, parents
participated in up to six individual mentoring sessions that lasted
up to an hour. Sessions provided an opportunity to explore the
Framework further and discuss its application to their own context
and specific decisions. Mentoring sessions were conducted by
phone, with the first between 2 and 4weeks post-training and the
last before a final interview 11months post-training.

Table 1. Age of parents and adults with intellectual disability, severity of disability, number of interviews and mentoring sessions conducted.

Parent
Parent age
(years)

Adult with
intellectual
disability

Adult with
intellectual disability

age (years)

Parental reported
severity

intellectual disability
Number
interviews

Number
mentoring sessions

Joanne 47 Brendon 22 Mild/moderate 4 6
Frances 50 James 18 Mild/moderate 4 6
Katrina 51 Svetlana 21 Mild/moderate 7 4
Nara 53 Sachi 24 Mild/moderate 4 6
Alannah 55 Jaxon 38 Mild/moderate 4 2
Kate 56 Jasper 19 Mild/moderate 7 4
Samuel 59 Robert 24 Mild/moderate 7 6
Margot 61 Finn 22 Mild/moderate 4 6
Carol 63 Zara 32 Mild/moderate 4 6
Julie 61 Agnus 34 Mild/moderate 3 6
Nikki 66 Zac 28 Mild/moderate 4 6
Gavin 66 Toby 31 Mild/moderate 4 6
Bernice 71 Sally 24 Mild/moderate 4 6
Mary 74 Danielle 39 Mild/moderate 4 2
Raymond 59 Tamara 24 Severe/profound 4 6
Gabby 59 Caleb 21 Severe/profound 4 6
Brett 47 Heather 19 Profound 4 4
Misha 59 Tamara 24 Severe/profound 3 6

Figure 1. La Trobe Support for Decision-making Practice Framework.
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Data collection

Data were generated through semi-structured interviews and
mentoring discussions. Each parent was interviewed before the
training and then following the training. The number of inter-
views and mentoring sessions each parent participated in are
shown in Table 1. One parent was interviewed twice, 13 parents
four times and 4 parents seven times. The period of time that
elapsed between the training workshop and the first post-training
interview, between subsequent interviews, and between mentor-
ing sessions was dependant on the availability of parents and
thus varied considerably between participants. On average how-
ever 3.4weeks (SD ¼ 2.1) elapsed between the training session
and the first post-training interview. Twelve parents participated
in six mentoring sessions and three participated in four sessions,
two participated in two sessions and one participated in one ses-
sion. The interviews asked parents to reflect on their support for
decision-making and to describe a recent instance in detail.
During the mentoring parents talked about specific instances of
decision support. In the later interviews and the mentoring, with-
out prompting, many parents reflected directly on what they had
gained from the training and mentoring, and how it had informed
their support.

The initial interview was conducted face to face and subse-
quent interviews by phone, in person, or using video conferenc-
ing. Interviews lasted between 60 and 90min and were
conducted by the third author and an experienced research assist-
ant between December 2016 and June 2020. Interviews and men-
toring sessions were digitally recorded and transcribed.

Data analysis

NVIVO v.12 was used to support the analysis and manage the
data. A template approach was used [24], which, similar to
Charmaz’s [25] sensitising concepts, meant some codes were
defined prior to the analysis. Initial template codes were informed
by the research questions and the various components of the La
Trobe Support for Decision-making Practice Framework and aimed
to capture parents’ reflections and learning; their thinking about
the value of the training and its influence on their support, and
their reflections about the influence of the training on their
actions and the way they provided support. For example, initial
codes included, identifying the decision and thoughts about the
diagrammatic representation of the support process. Other codes
were developed inductively as the analysis progressed. Line by
line coding, using grounded theory techniques [22] was followed
by focussed coding to identify themes, which were then refined
into broader thematic categories. The analysis was undertaken by
the first author in regular discussion with the second author. The
emergent themes were then discussed and refined further by the
other authors.

Findings

Two core categories captured parents’ reflections about the
Framework and their learning from the training in terms of
changes to their thinking and actions: a catalyst for reflecting and
rethinking perspectives and taking a more deliberative approach to
supporting participation. A third category captured parents’ reflec-
tions on changes in the person they supported as a result of their
own changed approach to supporting decision-making: perceived
greater confidence in expressing preferences. Figure 2. presents the
core categories and sub-categories. These are illustrated in the
sections below using data extracts. The source of quotes is

indicated by the name of the parent and the letter M for mentor-
ing, or I for interviews I, and a number signifying which instance
they came from, that is, Jane, I, 3 indicates the quote is from the
third interview with the parent Jane. All names have been
changed to provide anonymity.

A catalyst for reflection and rethinking perspectives, “made me
stop and think”

Most parents were already familiar with and supportive of ideas
about disability rights, but for some, the training was the first
time they had heard about the CRPD in detail. Many thought the
training helped them, as Gabby said in a mentoring session, to
“stop and think” about how they provided decision support and
whether it aligned with a rights perspective. Raymond’s comment
in an interview, that the training had been “very helpful to reflect
on how you have worked in the past” was illustrative of many of
the things they said. Parents found reflection helpful for vari-
ous reasons.

Realising their influence
Reflecting on their support helped parents to realise the influence
they exerted over the decision-making of the adult they sup-
ported. As Bernice and Misha explained, it helped them to be
more aware of how many decisions they made without involving
the adult and how much they influenced preferences in the way
they provided support. They said,

I reflected on the fact that virtually everything that Sally does has been
decided by me… The fact that she’s in work is because I have a goal
for Sally that work should be part of her life. … I didn’t really engage
Sally in the decision-making process other than to say… “Wouldn’t it
be a good idea if you went and got a job?” (Bernice, I, 2).

I think that the mentoring has really helped with reflecting more about
how you can impact someone or how you do it (Misha, I, 3).

Parents recognised the ease with which they exerted influence
stemmed from their close relationships or the suggestibility or
deference to others of their sons or daughters due to their intel-
lectual disability and their limited experience with decision-mak-
ing. Kate said,

…over these last few weeks, I’ve realised how many decisions I was
constantly making … out of every person on the planet, he loves me
the most. And therefore, he’s acutely vulnerable to suggestions that I
make and my view of him, and my attitude towards everything that he
might do or might be. Therefore, it’s very difficult to separate my
intention from his (Kate, M, 2)

• Realising their  
influence

• Commi�ng to 
change 

• Recognising the 
difficul�es
A catalyst for 
reflec�on and 

rethinking 
perspec�ves

• Using the framework 
as a point of reference

• Searching out new 
opportuni�es for 
par�cipa�on

• Greater a�en�on to 
hearing preferences 

• Drawing in others to 
broaden perspec�ves

Taking a more delibera�ve 
approach to suppor�ng  

par�cipa�on

• Adjus�ng 
knowledge of 
person

Perceived greater 
confidence in 

expressing 
preferences

Figure 2. Core categories and sub-categories.

4 C. BIGBY ET AL.



Committing to change
Reflection helped parents to recognise they might need to
change their approach to decision support if they were to
follow through on a commitment to rights-based support.
Many were concerned when they realised their degree of
influence. They reflected on how they might have done
things in the past and resolved to try doing it differently to
reduce their influence. They thought this would mean relin-
quishing some control over decisions and handing more to
their son or daughter, irrespective of whether they reached
what parents themselves might consider being the “right”
decision. Parents also talked about giving more attention and
respect to their son or daughter’s preferences, which would
require continued self-reflection on their own values and
influence. For example, Margot talked about how she might
have exerted less influence about a decision about activity
programs, and Gabby about relinquishing some of their con-
trol over decisions,

I probably spoke about the good things with [drama]. But I probably
only spoke about the bad things with [service]… I could’ve changed
that… The fact that I should’ve probably talked to him about – the
good times he’s had at [service], … the times that he’s enjoyed the
service, the beautiful environment it is, the way he’s been there now
for three years and it has been good… I could’ve reinforced all those
things. (Margot, I, 3)

I’ve got to be a bit more aware of my own opinions of things, so just
stand back a step and say is this really what Caleb might want… I
think it’s made me stop and give it a bit more thought. … it’s made
me think. (Gabby, I, 2)

The training helped some parents rethink their perceptions
about their son’s or daughter’s participation in decision-making,
and be more alert that they often expressed their preferences in
ways that were not clear or direct. For example, Gabby and
Raymond, said,

…what this has really done though is it’s focused to me a little bit
more… it has actually changed some of my language, the way I speak
about it… I always used to call Caleb a non-decision-maker and I’ll
never ever, ever in my life call him that again because very few people
are non-decision-makers to be honest. (Gabby, I, 4)

I think for me it’s the reinforcement of the thing of listening and being
alert to preferences as distinct from decisions… and I’m a bit more
alert to listening for her preferences amongst all of her chatter as
opposed to thinking how am I going to manage this situation. That’s a
different outlook. (Raymond, M, 2)

One parent reflected on how she restricted full exploration of
options around some decisions and her daughter’s preferences by
focussing too much on possible constraints. She said, “I think of
the constraints first rather than what she wants to do” (Misha, M,
2). Gabby also reflected how she would try to promote positive
views about participation in decision-making more widely to
change perceptions of other parents who were often dismissive
of their son or daughter’s capability to express preferences.
She said,

… I’ve actually got confidence now to correct them… I actually do
that now. Even people who have these kids [and say], “My person’s
non-verbal” and I go, “Do they make any noises?” They go, “Yeah.”
“Well, why do you call them non-verbal? Those noises mean
something.” (Gabby, M, 4)

Recognising the difficulties
Finally, reflection helped parents gain insights into some of the
difficulties they experienced ensuring the adult they supported
participated in decision-making. This helped them be more aware
of what they needed to do. For example, both Brett and

Raymond reflected on the discipline and energy needed to con-
tinually seek out and respect the preferences of their daughters
to enable their participation in decisions. They said,

It can take a lot of energy, to try to make sure that Heather’s
preferences are being taken into account as fully as possible. Very easy
to be … lazy. Take the easy route and [about] some of the more day
to day decisions, convince yourself, oh no, she doesn’t want to go
outside right now, she can just stay inside. (Brett, I, 3)

Because it’s really hard to be disciplined, to continue asking open-
ended questions and continue to pass over responsibility. But I feel
confident to know I can do it if I turn my mind to it and keep
disciplined… it is a discipline, it’s not a natural tendency. (Raymond,
I, 3)

Similarly, Nara reflected that she didn’t always have the
patience and time she needed to provide good support to
her daughter,

… sometimes I’m impatient, so I just decide myself: “it’s okay; choose
this one.” It shouldn’t be, but otherwise you have to sit down one hour,
and then she might say, “I don’t know, I don’t know.” (Nara, I, 4)

Parents identified the lack of any external reinforcement as
one of the difficulties of remaining focussed on good support.
Several suggested that the NDIS discouraged rather than facili-
tated participation of people with intellectual disabilities in deci-
sion-making. For example, Kate said about the NDIS,

… they don’t really ask us whether the person that we’re making the
decision for has been consulted. There isn’t any form that you get
saying, “Did you speak to the participant about this? Do they agree?”
It’s nowhere. So they’re perpetuating the old system, which is that
parents act for children, and that doesn’t matter how old the children
are… Sometimes planners don’t even talk to him. They just talk to me.
(Kate, I. 7)

Taking a more deliberative approach to supporting
participation, “having a structure”

The training influenced parents’ actions as well as their thinking.
Their comments suggested parents were taking a more delibera-
tive approach to support than previously. Bernice (I. 3) for
example, explained that her confidence in providing support to
her daughter had increased, saying, “[I am now] consciously doing
it [providing support], and probably when we talked about it ini-
tially, I just wasn’t thinking as consciously as I perhaps am now.”

Using the framework as a point of reference
Parents found the structure of the Framework useful in guiding
their practice and giving them language about decision support.
Some referred to using the diagrammatic representation of the
Framework as a prompt to remind them of the steps, or a check-
list to reflect on their support. For example, Carol talked about
the way she used the Framework, and Raymond about its value
in giving him and his wife a shared language to talk about deci-
sion support,

…one of the things that [the trainer] gave us was a nice little wheel
around the decision-making process. I love having a structure like
that… so I kind of like that idea of checking in and have I covered all
the different bases. And I am not just going on what I think as I have
done in the past. (Carol, I, 2)

I think it’s been really fruitful because we’ve got two parents that think
differently … and it’s been helpful to give us a structure to think
along the same lines. (Raymond, I, 3)

Brett (I, 3) suggested the Framework provided something more
concrete that helped him put the theory of supported decision-
making into practice with his daughter. He said,
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I feel like I’ve tried out some of the principles of practice of the support
for decision-making and experienced them, felt like they’ve worked.
Even just as an example, … realising that there’s a way to weigh up
the options of what would it mean to keep Heather at the service on
a Monday. What would it mean to change? And just going through
some intentional stages or steps of thinking it through and realising
that it can actually, and does actually, work (Brett, I, 3)

The next three sub-categories illustrate how parents described
their support had changed since using the Framework by creating
more decision-making opportunities, paying greater attention to
preferences, and including others more.

Searching out new opportunities for participation
Prompted by the second step in the Framework, identifying and
describing the decision, parents described ways they were trying
to increase their son or daughter’s involvement in decision-mak-
ing. They more consciously described the scope of decisions,
identified decision-making opportunities, and were becoming
more attuned to the way decisions were often embedded in each
other or could be broken down into constituent parts. For
example, Bernice talked about how she was approaching deci-
sions differently:

… in the past, what I’ve done always is just get the list and you’ve got
to select and rank order. And so, this time I thought “right I’m not
going to just go to my diary and just write stuff in, I’ll print this out
and show it to Sally, discuss it with Sally and give her an opportunity
to actually select stuff” (Bernice, M, 4)

The mentoring prompted Brett to identify and revisit long-
standing decisions about daily activities for his daughter to give
her the opportunity to be involved in the decision about what
time she went to the program and respect what he interpreted
from her reluctance to get up as her preferences for a slow start
to the morning. He said,

Then all of a sudden, it’s like what else – where else could we be
offering her more choice… , you just prompted … our thinking about
her daily timetable at … the Day Centre she’s at. She usually starts
there at 9 o’clock each day. It’s often quite difficult to get her out of
bed and get her moving in the morning so one of our decisions is
actually is it possible that we start her day later…Maybe rather than
having to struggle with having the morning to get out of bed we could
just arrange her day so she gets the choice, she can get up later. (Brett,
M, 1)

The sixth step in the Framework, reaching the decision and
associated decisions had also prompted some parents to identify
more decisions and opportunities for involvement. For example,
Raymond said about his daughter,

… she’ll come up, show me a recipe that’s in a magazine and say, “I
want to do that.” And rather than saying “Well, we’ll do it tomorrow.”
Because we’ve got to buy the ingredients and it takes two hours to
cook, like doing all the planning associated with implementing that
decision. Now I’m more prone to say, “Well, who do you want to do it
with or where do you want to do it?” Sort of bringing [her] into it and
let her make choices. (Raymond, I, 3)

Greater attention to hearing preferences
Reflecting on step three, understanding the person’s will and pref-
erences for the decision, parents talked about spending more time
exploring options and the person’s preferences about these. For
example, Joanne thought the quality of her support had
improved and she had greater insight into her son’s preference
from applying what she had learned about communication strat-
egies in the training. She said,

… not that we didn’t really listen to what he was saying before, but
really listening now. Like, taking on board what he’s saying and trying
to go deeper and deeper, and peel off the layers, and trying to

discover what he’s actually saying… . Trying to ask him more
questions, and questions that he’ll understand better, in a different
format, and really trying to get into the root of it basically… sort of
coming at it in a different way, rather than just a direct hit, which
doesn’t always sit well with him. So, I feel I’m in a better position to do
that. I’m more patient, I’m able to listen more and hear what he’s
actually saying, and not what I think he’s saying. (Joanne, I, 2)

Another parent described how she had encouraged her
daughter to express her dreams through drawings in a series of
short meetings, to ensure her will and preferences were better
reflected in her NDIS plan goals than previously. She also con-
trasted her own attention to her daughter’s preferences now
compared to before the training,

… and it’s different because Tamara’s very much involved…previously
[pre-mentoring] it wouldn’t have unfolded like this and I can just see
she’s really, really chuffed about being the centre of it. … I guess I’m
just learning that when she says she wants something to happen she’s
pretty correct… she doesn’t comprehend perhaps the implications of
things. But intuitively she’s strong… I think I’m learning to go with her
gut feel on things. (Misha, I, 3)

Brett described how he was giving opportunities for his
daughter to express a preference about when she went to bed by
taking more note of her response when offering assistance to get
up from her chair. He said,

If she’s not ready to go up to her room, … if I just wait, give her a
couple of minutes, go back and just offer her my hand and see if she
chooses to stand up and come with me or not. If she doesn’t, give her
another couple of minutes and try again. Eventually she’s ready to
move and come with me. I think that’s an area that I kind of pay a bit
more attention to her and I think it’s working better… She’s got her
own timetable and it’s not – her timetable doesn’t match my timetable.
(Brett, I, 3)

Similarly, Raymond (I, 3) talked about paying more attention to
ascertaining his daughter’s preferences by looking for patterns
when she vacillated over time, saying, “So you get this sort of
divergence of views, but I guess, in a way, we’re looking at a pat-
tern of what’s said more consistently or more frequently than
other things.”

Drawing in others to broaden perspectives
Parents gave examples of applying the principle of orchestration
by deliberately involving more people in decision support to
bring alternative perspectives and more fully explore or under-
stand the person’s preferences. Some did this by encouraging the
decision-maker to seek the views of others, or themselves
brought in other people to be involved in decision support. Mary,
for example, said she had encouraged her daughter to seek
advice from a family friend, and Kate noted that she had begun
to draw in a circle of people with more diverse views to support
her son. They said,

They’ve been able to raise things with Danielle that I would not be able
to. So, I’ve become aware that that’s a very useful technique because
she’s more likely to listen to other people than me on some matters.
… And I’ve sometimes said “You might talk to Jenny about those
things. She can help you as well as go through the options… .” (Mary,
I, 3)

I’ve put in place this circle of support, which was an idea that came
from one of the other participants around the table [at the training]. Of
people that Jasper can talk to about his decisions for things he wants
to do, apart from just me. (Kate, I, 5)

Brett gave another example of orchestration, saying that he
had realised he should more fully understand his daughter’s pref-
erences about what she did during the day. To do this he had
begun to draw in the perspectives of those who saw her outside
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the home, such as a swim instructor and other participants in the
program she attended. He said,

Alice and I aren’t the only ones who spend time with Heather and
watch her closely and try to interpret what’s going on. There are
others, and that intentionally drawing them into the conversation is
important and has been beneficial …one thing I’ve noticed and
probably paid more attention to than I would have… is whenever I
get a chance, I ask one of Heather’s new friends what kind of day they
think Heather had… Bree said “Heather loved the bus, she hated the
beach.” It’s very clear, no filtering or particular way of framing it. She
just said what she saw. It’s quite helpful in that sense. (Brett, M, 3)

Misha (M, 2) commented on the positive impact of having
brought someone else into decision support who countered her
often protective stance with her daughter, saying,

And that’s why it’s quite good to have maybe somebody else involved
in there because they can alert you or remind you that it might be
actually possible.

Joanne applied the idea of orchestration by prompting others
involved in her son’s life to follow her lead in providing more
opportunities for him to participate in decision-making. Talking
about the way she orientated new support workers she said,

…we do tell them, “We expect you to have a conversation with Brendon,
don’t make all his choices for him. Encourage him to speak to you,
express himself, like speak in longer sentences, express ideas and things
that he wouldn’t necessarily talk to us about perhaps.” (Joanne, I, 2)

Perceived increased confidence in expressing preferences

Reflecting on step 1 of the Framework, knowing the person,
parents commented on how well they knew their adult son or
daughter but also recognised the dynamic nature of knowing
them and adjusting their knowledge as their child matured from
adolescence to young adulthood or into middle age. Gavin said,

So, there’s been a lot of development with him and it all came about
because I gave him an iPad… So, it was the first device he really took
to. So now he’s got a smart phone and he uses it really well… So he
uses it to find any information that’s valuable to him (Gavin, I, 4)

Parents also drew attention to recent changes in the confidence
of their adult son or daughter which they thought were associated
with greater participation in decision-making, as a result of their
own changed support practice. Joanne said about her son,

He’s making more and more decisions himself. Like, smaller ones but
he’s taking ownership of them a little bit more. So, in terms of what he
wants to eat, where he wants to eat sometimes if we’re not eating at
home, what he wants to wear … He just beams. He’s a different
person. There’s a smile on his face. His shoulders are upright and it’s
like, “I’m choosing this and I’m making it happen. I’m not waiting for
someone else to lead me.” (Joanne, I, 4)

Parents observed that their sons and daughters’ greater confi-
dence in expressing and standing by their preferences, had also
been noticed by others involved in their life. As Gabby said,

I see a change in Caleb that he feels like he can now make those
decisions because people are allowing him to make those decisions by
encouraging him to make them and that is putting him in a really,
really good place to be honest. … I actually do think that he can
certainly get his message across when he really is adamant about
something much more than he used to, and he doesn’t give up
anymore. And, I’ve even had one of the services that he’s been going
to … a few times they said to me, “Well, your son’s becoming a real
little advocate for himself.” (Gabby, M, 1, 6)

Brett described how he thought his daughter was learning to
better communicate her preferences and express them more
often. He said,

There probably is a little bit of increase, the way that she
communicates things like that, or the way that she responds to
communication from us… she has become more stubborn if she
doesn’t want to go somewhere. Like if it’s time to leave the house and
she’s not ready or doesn’t want to go, she’s actually become more
difficult to convince her to go to the front door. … .Yeah, so there
probably is a little bit of development there now that I think about it.
(Brett, M, 3)

Discussion

These findings demonstrate the feasibility of building the capacity
of parental decision supporters through evidence-based training,
and specifically the impact of training that utilises the La Trobe
Support for Decision-making Practice Framework. The training
and associated mentoring influenced the thinking and actions of
parents, helped them to apply the Framework to their individual
context, and gave them a reference point for their support prac-
tice. Acting as a catalyst for reflection, the training helped parents
to realise how much they influenced their son or daughter’s deci-
sion-making and the difficulties of maintaining rights-based sup-
port. In turn, such realisations helped parents see the value of
self-reflection and commit to changing aspects of their support.
The findings suggest that parents followed through on their com-
mitment to change with actions that increased decision-making
opportunities, paid greater attention to the expression of prefer-
ences, and drew in a wider range of perspectives to help in con-
sidering options and preferences. These changes were in the right
direction and aligned with the principles of supported decision-
making. They were however incremental rather than wholesale
changes. These data reflected the findings from other studies that
each instance of support differs, and the practice of a supporter
can range from controlling to enabling, depending on the con-
text, decision, values of the supporter and person being sup-
ported and their relationship [9,10,12,13]. The findings also
illustrate some of the challenges parents face in providing rights-
based decision support, particularly in terms of the continued
focus, energy, and patience required, which have been identified
in other studies of decision support [11–13,26] and are explored
in other papers published from the present study [10,21,27,28].

The variability of the practice of each supporter depending on
the decision and context, together with the difficulties of main-
taining a focus on rights-based support identified in the study
suggest the need for ongoing strategies that will continue to
build supporters’ capacity. These could take the form of regular
individual mentoring or peer support through communities of
practice that assist parental supporters to maintain a momentum
of change, apply the Framework to their individual context and
reinforce the value of good practice to the person they support.

The findings suggest a ripple effect of training, as it influenced
the nature of support, which in turn influenced the confidence of
the people being supported (at least as perceived by supporters).
Demonstrated also was the value to the quality of life that partici-
pation in decision-making brings and the ongoing developmental
potential of people with intellectual disabilities to participate in
decision-making. This was also evident in the small group of peo-
ple with more severe or profound disabilities who were supported
by parents in this study, for whom participation in decision-mak-
ing sometimes relied on parents attending to their non-verbal
behaviours and interpreting their preferences. The value of self-
advocacy groups in learning skills and enabling people with intel-
lectual disabilities to speak out about their needs have been well
documented [29]. In Australia, there have also been various initia-
tives to improve the capability of people with intellectual
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disabilities to exercise choice and control [30]. However, self-advo-
cacy or other initiatives generally do not include people with
severe and profound intellectual disabilities, whose potential for
continued learning has tended to be neglected as the focus
shifted from a developmental to a rights model of understanding
disability and training supporters. This study demonstrated the
influence of good support on the development of the adults
involved, whose severity of intellectual disability ranged from
mild to profound. This suggests that building the capacity of all
adults with intellectual disability might be a parallel strategy in
furthering the exercise of rights, and value of evidence-based indi-
vidual training models in decision-making such as those devel-
oped by Shrogen and colleagues [31].

The study highlighted the interchangeability of strategies used
in person-centred planning and those for decision support, as
well as the multiple decisions often embedded in goals and plans.
It provides a timely reminder that many visual and exploratory
strategies embedded in the practice and explanatory texts on per-
son-centred planning may be of value to decision supporters out-
side the context of planning [32].

These findings suggest the potential of the Framework as the
basis for a supporters’ checklist for reflecting on their practice,
and as a means for others to review and if necessary, challenge
the nature of decision support. As the parents in this study sug-
gested, this type of external monitoring that also serves to
reinforce good support is largely missing from the Australian ser-
vice systems. Checklists based on the Framework might provide
the first line of accountability of supporters and safeguard people
with intellectual disabilities from the undue influence of support-
ers in interactions they have with funding bodies, such as the
NDIS or service providers.

Limitations

This was a qualitative study of a one-day training session, access
to associated online resources and follow-up mentoring, which
did not control for the volume or timing of these. While all
parents participated in a one-day training session, due to their
commitments and unanticipated events the number of mentoring
sessions and time between them was not consistent among the
sample; some parents dropped out after one or two sessions,
which also meant the number of interviews varied between par-
ticipants. A strength of the study however was its non-experimen-
tal nature and thus findings that reflect the application of the
Framework and parental learning to their own context rather than
an experimental one, or as is often the case with training evalua-
tions in respect of case scenarios or vignettes. A further limitation
was that the perspectives of people with intellectual disabilities
about change to decision support were not captured, although
strength was the inclusion of parents of adults who had severe
and profound intellectual disabilities, who are often left out of
studies as their sons or daughters are unable to easily provide
their own perspective through interviews. Another limitation is
that the data captured the change in discourses of parents, which
was indicative of the potential change in their practice rather
than what they actually did, which could only be captured
through observation.

Conclusions

The aim of this study was to capture the reflections of parents of
adults with intellectual disabilities on the value of the training
and the application of their learning to support practices. The

focus was on changes to practice that reflected the Framework
and thus associated with providing more effective support rather
than outcomes for the people supported in terms of concepts
such as reduced paternalism or increased empowerment which as
Carney et al. [27] suggest are elusive-concepts to measure. The
study has demonstrated the efficacy of the Framework, and evi-
dence-based training in building the capacity of parental decision
supporters to bring it closer to the type of support envisaged by
the rights paradigm and supported decision-making schemes. It
points however to the need for ongoing strategies to assist sup-
porters to maintain momentum for change, retain their focus on
good practice, extend their skills, and reinforce its value to the
quality of life of participation in decision-making. The findings
also suggest that in parallel to building the capacity of supporters,
greater attention could be given to the potential for continued
learning about expressing preferences and decision-making of
people with intellectual disabilities, particularly those with more
severe levels of impairment who often do not participate in self-
advocacy groups which support learning and confidence about
speaking out.
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