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Title: Characterising supported decision-making for people who communicate
informally
Introduction: Article 12 of the United Nations Convention on the Rights of
People with Disabilities (UNCRPD) emphasises equal legal capacity of all
citizens (United Nations., 2006). From this premise, the Convention stipulates
the right of everyone to receive appropriate support in decision-making.
Nations that have ratified the Convention have an obligation to ensure this
principle is upheld for all citizens, including people who communicate
informally and unintentionally. Despite the UNCRPD’s clear mandate, little is
known about what decision-making and supported decision-making looks like
for this population. Perhaps due to this shallow knowledge base, this group
has routinely been excluded from trials of supported decision-making across
within the authors’ home country. This paper seeks to shine some light on
decision-making and decision-making support for people who communicate
informally and unintentionally.
Aim: In this paper, the authors investigate what engagement in decisionmaking looks like within an intervention specifically designed to support
decision-making with people who communicate informally and unintentionally
(i.e.: people with severe to profound intellectual disability). The authors
characterise supported decision-making for people who communicate
informally, with a particular focus on the role of their supporters in responding
to their expressions of preference. It explores supporters’ role of
responsiveness within a supported decision-making process, characterising it
and identifying factors that impact on it.
Method: This paper draws from a review of the literature and a qualitative
study carried out by the first author. The literature was explored to develop a
picture of supporter responsiveness specifically to expressions of preference
of people with severe to profound intellectual disability. The research study
used a multiple case design. Five people who communicate informally and
their circles of support participated in a supported decision-making process,
targeting a range of life decisions. Interview, focus group, questionnaire and
observation data were collected and analysed.
Findings: A review of the literature found that supporter responsiveness is an
important factor in ensuring people who communicate informally, including
unintentionally, have their preferences realised (Bloomberg, West, & Iacono,
2003; Bunning, 2009; Coupe et al., 1985; Finlay, Walton, & Antaki, 2008;
Guess, Benson, & Siegal-Causey, 1985; Ware, 2004). Despite this
importance, it is well documented that responding to these expressions of
preference is highly complex (Cannella, O'Reilly, & Lancioni, 2005; Finlay et
al., 2008; Hughes, Pitkin, & Lorden, 1998; Virués-Ortega et al., 2014). In spite
of this large body of literature, little is known about the mechanics of effective
responsiveness, particularly to the expressions of preference of people who
communicate informally and unintentionally. This study has highlighted that
supporter responsiveness is a multi-faceted activity, made up of a number of
tasks mentioned in the literature as synonymous with responsiveness,
including acknowledging, interpreting, and acting upon a person’s will and

preference. The study has highlighted, that although each of these tasks are
important, none of them in isolation, characterise responsiveness within a
supported decision-making context. Rather, supporter responsiveness is
reliant on the implementation of these tasks collectively and sequentially.
Firstly, supporters acknowledge/notice (as opposed to ignore) expressions of
preference, secondly they interpret these expressions of preference,
assigning meaning to them, and thirdly they act on this meaning.
Characterised in this way, supporter responsiveness was examined within this
study. Several factors, organised into four themes and eight sub themes, were
identified as affecting supporter responsiveness within the context of a
supported decision-making process with people with severe to profound
intellectual disability.
Conclusion: The paper furthers understanding of what supported decisionmaking looks like for people who communicate informally, including those who
communicate unintentionally, focusing specifically on the role of supporters in
responding to the will and preference of those they support. It identifies a
range of factors that impact on supporter responsiveness within the context of
supported decision-making. These findings give a focus for practice and
policy efforts for ensuring people who communicate informally receive
appropriate support in decision-making, a clear obligation of signatory nations
under the UNCRPD (2006).
The authors disclose they have no financial or other interest in objects or
entities mentioned in this paper.
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