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EXECUTIVE SUMMARY

This research set out to examine and further develop the concept of interpretive supports as a
form of decision-making support for persons with significant developmental and cognitive
disabilities. These individuals, particularly as the population ages, face severe barriers to
communication, social participation, and exercising their legal capacity due to a lack of tailored
communication assistance. The United Nations Convention on the Rights of Persons with
Disabilities (CRPD) recognizes interpretive supports as critical to ensuring equality in decision-
making, replacing the outdated "best interests" principle with the "best interpretation of will
and preferences" framework.

The objectives of this research were:

P wnNPe

Conceptualize interpretive supports as a distinct form of communication support.
Identify gaps in accessibility standards and policies.

Examine legal and safeguarding issues surrounding interpretive supports.
Develop guidance to recognize and accommodate interpretive supports.

RESEARCH FRAMEWORK AND METHODOLOGY

To meet these objectives, the research team adopted a multi-faceted approach:

1.

Literature Review: Reviewed over 55 relevant sources on communication supports and
decision-making frameworks.

Case Law Review: Examined Canadian and international legal precedents addressing
interpretive support challenges.

Video Research: Documented the provision of interpretive support in practice to build
an evidence base.

Focus Groups: Engaged 34 participants, including individuals with disabilities, families,
and supporters, to gather lived experiences and identify key barriers.

Developed a database application and dataset to examine law and policy provisions in
jurisdictions in Canada and internationally.

INTERPRETIVE SUPPORTS: WHAT ARE THEY AND WHO NEEDS THEM FOR
DECISION-MAKING?

Interpretive supports assist individuals with significant cognitive and communication disabilities

who do not use conventional symbolic systems to communicate. Key findings include:

Supporters play a critical role in interpreting intentions, will, and preferences.
Interpretive supports rely on long-term, trusting relationships to provide accurate
communication interpretations.



This support is distinct from communication intermediaries and augmentative
communication devices, which rely on symbolic communication systems.

Based on the research we arrive at the following definition:

Interpretive supports are the steps and means a support person uses to ascertain and
interpret the wishes, will, and preferences of a person who has significant intellectual or
cognitive disabilities and who does not communicate using conventional language and
symbolic systems. Interpretive support involves these acts of interpretation and also the
use of these interpretations as the basis for guiding and executing the making of
decisions consistent with the person’s wishes, will, and preferences. Interpretive support
is not based on what a support person believes are the best interests of the individual
but instead on what a support person believes to be the individual’s true wishes are,
based on a valid interpretation process.

The research estimated the need for interpretive supports. Based on 2006 data, there were
74,700 adults (16%) of 479,700 with communication disabilities who were unable to make

themselves understood. This data, however, is outdated. Surveys to date do not assess the

provision or effectiveness of interpretive supports, underscoring the need for updated and

targeted research.

The case law review identified key challenges in accessing and using needed interpretive

supports, including:

Recognition of communication barriers as cognitive disabilities.

Scope of recognized supports in legal and institutional settings.

Validity of interpretive supports, including concerns of undue influence.

Duty to accommodate interpretive supports in healthcare, justice, and financial sectors.

Participants in focus groups identified the following barriers and concerns:

Healthcare barriers: Providers often bypass individuals and communicate only with
supporters.

Financial services: Institutions impose prejudicial assumptions regarding legal capacity.
Inadequate accommodations: Limited guidance for entities to recognize and support
interpretive communications.

POLICY GOAL FOR ACCESS TO INTERPRETIVE SUPPORTS

Three primary policy sources recognized the need for interpretive supports, and the right to

have assured access in order to enable communication on an equal basis:

Accessible Canada Act: Recognizes the need to eliminate communication barriers.



= UN CRPD (Article 12): Establishes the right to equal legal capacity and support for
decision-making.

=  UN Committee on the Rights of Persons with Disabilities, General Comment No. 1:
Replaces the “best interests” standard with the “best interpretation of will and
preferences” principle.

V. FRAMEWORK FOR GUIDANCE FOR ENTITIES ON ASSESSING LAW, POLICY, AND
PRACTICE FOR INTERPRETIVE SUPPORTS

To address systemic and practice barriers, the report introduces the Interpretive Supports
Access Lens, a framework for assessing laws, policies and practices. Key dimensions of the lens
are:

¢ Recognition of communication barriers.

e Scope of interpretive supports.

e Legal arrangements for appointing and recognizing supporters.

e Duty to accommodate interpretive supports.

o Safeguards ensuring validity of interpretation and preventing undue influence.
The Interpretive Supports Access Lens provides indicators and measures to guide law, policy,
and practice, ensuring equal access to decision-making supports.

V. OVERVIEW OF FINDINGS FROM ANALYSIS OF INSTITUTIONAL ARRANGEMENTS
AND LEGAL PROVISIONS
The study analyzed 450 legal provisions from over 80 sources of law and policy across Canadian,
municipal, and international jurisdictions. Key findings include:

e Most legal frameworks fail to explicitly recognize interpretive supports.

¢ Limited provisions exist for appointing and validating interpretive supporters.

e Few jurisdictions provide explicit guidance on accommodating interpretive supports or
safeguarding against misuse.

VI. INITIAL GUIDANCE FOR PROVIDERS AND REGULATED ENTITIES
A preliminary framework for guidance of interpretive support was developed based on review
of literature and analysis of video research. It includes 7 stages of the interpretive supports
process:

= Soliciting/inviting communication with the person

= |dentifying/Discerning Communicative Intent

= |dentifying/Discerning Communicative Function (lllocutionary Act)

= |dentifying/Discerning the Object of State of Affairs [about which P is trying to
communicate]



= |dentifying/Discerning what P is Communicating [about the object or state of affairs]
= Taking executive action

= Reflecting on interpretive practices to strengthen validity of interpretations.

Steps associated with each of these stages were identified to provide a preliminary framework
for guiding interpretive supporters in their practice.

Interpretive supports are essential to ensuring individuals with significant intellectual, cognitive
and communication disabilities can exercise autonomy and legal capacity. By addressing
barriers, recognizing interpretive supports, and implementing safeguards, Canada can align its
policies and regulatory frameworks with international human rights standards. Achieving this
requires a coordinated approach across legal, policy, and institutional frameworks to ensure
that every individual’s voice is heard, understood, and respected as the basis for exercising
choice, power and control in their lives, and to participate on an equal basis with others.



INTRODUCTION

This research set out to examine and further develop the concept of “interpretive supports” as
an element of decision-making support to persons with significant developmental and cognitive
disabilities. This is a fast growing group with the aging of the population and increased life span
of people who live with traumatic brain injury and other neurological conditions which limit
their capacity to communicate in ways most others do. This group faces extensive barriers to
social and economic participation, and to exercising choice, power, and control in their lives
because so many lack communication assistance that is tailored to their unique needs and
circumstances. Having others who can interpret a person’s unique form of communication is
central to addressing the communication barriers they face to participation and exercising
personal and legal agency in their lives.

Interpretive support has been recognized by the UN Committee on the Rights of Persons with
Disabilities in its General Comment No. 1 on article 12 of the UN Convention on the Rights of
Persons with Disabilities (CRPD). This article recognizes a right to equality in exercising legal
capacity (or the right to decide) without discrimination based on disability, and an obligation of
State parties to ensure that people with disabilities have access to the decision-making
supports they may require to exercise legal capacity on an equal basis. The need for and validity
of interpretive supports is now recognized by the UN Committee on the Rights of Persons with
Disabilities in its "General Comment No. 1 on Equal Recognition Before the Law" in its guidance
to abide by the "best interpretation of will and preferences” of a person where it is not possible
to determine their communication directly.”?!

This recognition of the need for interpretive supports for people with significant disabilities is
distinct from other forms of communication support which have been more fully
conceptualized, designed, regulated, and implemented — including sign language interpretation,
alternative formats, assistive communication technologies, and communication intermediaries.
While there remain barriers to these forms of communication support, interpretive support is a
new dimension of communication support, and is only beginning to be recognized in law,
policy, and practice as an essential support to assist people with more significant
developmental, cognitive, and communication disabilities.

This project set out to more fully conceptualize interpretive supports as a form of
communication support, and to consider elements of a law, policy, and practice framework to
enable access to needed interpretive supports so that people with more significant disabilities
could maximize their participation and exercise of autonomy in society.

A. Context and Preliminary Concepts

People with significant developmental, cognitive disabilities and communication disabilities
face entrenched communication barriers in accessing and participating in services generally
available to the public and provided by entities regulated in Canada under either federal or



provincial accessibility legislation. These public services include income tax services, banking,
justice system services and health, social and recreation services to name a few. Key barriers
relate to refusal of entities to provide those providing interpretive support with access to
personal information given concerns about privacy, questioning validity of interpreters'
interpretation of a person’s communication, imposition of negative stereotypes leading to
guestions about a person's legal capacity, refusing to communicate via an interpreter. For this
group, these factors compound the many barriers people with communication disabilities
experience including lack of access to needed communication supports for augmentative and
alternative communication, disrespectful attitudes, lack of information about how to
communicate with people with disabilities. These barriers result in social isolation, increased
risk of abuse, loss of autonomy, discrimination and loss of dignity among others.?

In recognition of communication barriers faced by people with disabilities generally, there has
been growing attention to and development of information and communication standards in
accessibility legislation in Canada and other jurisdictions. However, within existing standards for
provision of "communication supports" there has been relatively little focus on what
communication supports entail and regulated entities' obligations in this regard. There has
been no apparent focus on 'interpretive supports' as a dimension or type of communication
support within accessibility standards.

Interpretive supports are usefully distinguished from other types of communication support.
This latter, more general category, is referenced in legislation. For example, regulations under
Ontario’s Accessibility for Ontarians with Disabilities Act,® for example, state in's. 12. (1) “Except
as otherwise provided, every obligated organization shall upon request provide or arrange for
the provision of accessible formats and communication supports for persons with disabilities.”
Guidance on implementation of the regulation lists communication supports including sign
language, speech reading, captions and text transcripts, assistive listening devices and
telephones. It also includes a general category of “communication supports for people who are
non-verbal” and points to assistive and augmentative communication.*

The silence on interpretive supports in existing standards leaves the barriers faced by a growing
group of Canadians with disabilities unacknowledged and unaddressed.

Interpretive support refers to the assistance provided by a person whose primary role in a
communication context is to help interpret the gestures and vocalizations of a person with a
significant developmental or cognitive disability for the purposes of communicating with
another party. As a communication bridge between two parties, those providing interpretive
support draw on augmentative and alternative forms of communication, but this is distinct
from communication intermediaries who are a specialized support to provide translation
support to people with communication disabilities primarily in the justice system context.
Intermediaries assist people “who have speech and language disabilities to understand
guestions and to communicate answers effectively when communicating with police, legal or
justice professionals.”> In the context of this study, we were focused on interpretive support for

2



people with significant developmental or cognitive disabilities who require others to interpret
their expressions of wishes, will, intentions and preferences as the basis for guiding decision
making.

Interpretive support is provided by a person who has personal knowledge about and a trusting
relationship with a person with a significant intellectual or cognitive and communication
disability. Such individuals are usually in a familial or informal support relationship with the
person and often the ‘front line’ for interacting with services provided by entities regulated
under accessibility legislation. These non-professional supporters have unique capabilities to
provide interpretive support, precisely because the gestures and vocalizations they are
interpreting gain meaning in context, which is often revealed only over an extensive period of
time in an interpersonal relationship. Based on this personal knowledge and experience they
can be adept at ascribing intentionality to the person, drawing on a variety of sources including
their previous knowledge about a person’s mental states, the person’s behavior in the moment,
environmental features which may have behavioural outcomes for the person, and an
understanding of the person’s preferences and values over time.®

Concerns about the validity of interpretive support provided by informal supporters — such as
family or friends — has also been raised’” and needs to be addressed in any guidance developed.
Developing guidance on validity is critical if this primary source of communication support for a
growing number of persons with significant intellectual or cognitive and communication
disabilities is to be recognized.

B. Research Objectives
Given this context, the research objectives for this project were:

1. Conceptualize 'interpretive supports' as a type of communication support, needed to help
address communication barriers faced by people with significant developmental, cognitive and
communication disabilities in the decision-making context, and identify scale of need for
interpretive supports in Canada.

2. Explore the gaps in existing information and communication accessibility standards in
Canadian and other jurisdictions, from the perspectives of: 1) those who require interpretive
supports in order to access and participate in regulated services; 2) those who provide
interpretive supports; and 3) regulated entities who would recognize, accommodate and/or
provide interpretive supports.

3. Examine legal and safeguarding issues in use and provision of interpretive supports, related
to exercise of legal capacity, protection of privacy rights and concerns about undue influence of
interpreters.

4. Develop guidance and information resources to increase understanding of providers of
interpretive supports and regulated entities about recognition, accommodation and provision
of interpretive supports.



C. Structure of the Report

This report is divided into six main sections:

Part | provides an overview of the research framework and methodology.

Part Il synthesizes key findings from the literature review, focus groups, and case law
review to develop a conceptual framework of interpretive supports, and the scale of
need for those supports.

Part Ill explores the basis for ensuring access to interpretive supports as a policy goal in
the Canadian context.

Part IV presents the framework for guidance for entities on assessing law, policy, and
practice based on the conceptual framework, including indicators and measures for
assessing law and policy provisions — what we refer to as “Interpretive Supports Access
Lens.”

Part V provides an overview of the findings from preliminary analysis of institutional
arrangements and legal provisions for recognizing and enabling access to interpretive
supports, using the Interpretive Supports Access Lens.

Part VI presents initial guidance for providers of interpretive supports.

Part VIl outlines proposed directions for futher research and development.



. RESEARCH FRAMEWORK AND METHODOLOGY

To address the research objectives, the research team undertook a number of steps:

= Developed a conceptual framework of interpretive supports in the decision-making
context through literature review, case law review, video research, and focus groups.

= Explored the basis for ensuring access to interpretive supports as a policy goal in the
Canadian context.

= Based on the conceptual framework and case law, designed a “Interpretive Supports
Access Lens.”

= Examined institutional arrangements for recognizing and enabling access to interpretive
supports.

= Developed initial guidance for entities in identifying and addressing barriers to
interpretive supports and accommodating them, and for providers of interpretive
supports in providing this assistance.

A. Conceptual Framework

The project set out to develop a conceptual framework of interpretive supports for people with
significant developmental and cognitive disabilities in the decision-making context. The purpose
of framework development was to define interpretive supports, distinguish them from other
communication supports, and identify considerations in enabling access to interpretive
supports.

1. Literature Review

The research reviewed literature encompassing materials written from 2008 to present,
drawing on peer-reviewed books, papers, articles, and unpublished academic work, using
keywords related to communication supports mechanisms in the supported decision making
context. A wide range of online databases were accessed including JSTOR, Academic Search
Complete, REHABDATA, Brill International Law and Human Rights Journal Collection,
International Bibliography of the Social Sciences (IBSS), and Google Scholar. This process was
complicated by the relative lack of clearly defined literature dedicated to communication
supports and to interpretive supports. A total of over 200 relevant citations were initially
identified (via the above-mentioned databases). These materials, regarded as possible sources,
were scanned and reviewed to determine whether their contents spoke directly to the matter
of interpretive supports. Additionally, considerations were given to ensure that the SDM
concerns revolved around persons usually characterized in the literature as having “severe or
profound” disabilities. All titles and abstracts or descriptions were evaluated, and, having
applied the exclusion criteria, 55 most relevant documents were utilized in informing this
document. Questions addressed through this scan and review were:

= What are communication supports mechanisms?
= How do communication supports operate within the supported decision-making



context?

=  What are the key types of communication supports?

=  What are interpretive supports, and what role do they play within the
communication supports framework?

=  What interpretive support methodologies exist?

2. Case Law Review

An analysis of relevant case law was conducted to consider how interpretive supports and
assistance is recognized and addressed as a form of communication support in the legal
context. Some examples of such assistance and supports include hand squeezing, asking leading
questions, nodding or shaking of the head, visual aids, and hand gestures. The review primarily
consisted of a review of Canadian jurisprudence, however, relevant decisions from the
Australian state of Victoria were also included. Cases were drawn from the following areas of
law: criminal law, human rights law, tort law, family law, administrative law, consent and
capacity law, and estate law (testamentary capacity).

3. Video Research

Video research was conducted with three subjects with significant intellectual and
communication disabilities to document the process of providing interpretive supportin a
supported decision making arrangement, and for contributing to a growing body of examples of
this practice. A guide was developed through the research process to document how the
research was conducted and could be replicated with other participants. During filming (over
two days), the first stage was to capture several instances of interpretive support occurring in
natural settings such as the subject’s home, neighbourhood, or local areas of commerce. In the
second phase, the subject’s interpreters review footage of that day’s interpretation and provide
further context and reflection on the process. In a final, optional step, a key Interpreter
conducts a short interview about interpretation practices more generally. Researchers then
viewed the three videos to identify the practices used in interpretive support, drawing on the
research expertise and analytic tools from speech and language therapy. The results of this
research contributed to the development of a framework for understanding interpretive
support in a decision-making context, and to guidance for those providing interpretive support.

4. Focus Groups

The research also drew on findings from focus groups with persons with disabilities, Deaf
people, and their families and supporters from Quebec, Alberta, British Columbia, Northwest
Territories and Nunavut, Nova Scotia, New Brunswick, Newfoundland and Labrador, Ontario,
Manitoba, and Saskatchewan. Participants were asked questions related to the kinds of barriers
faced in decision making — either as persons with disabilities — or supporters. A total of 34
individuals participated in 7 focus group meetings in total.



B. Access to Interpretive Supports as a Policy Goal

The research also examined the extent to which access to interpretive supports is recognized as
a policy goal in federal and provincial/territorial law and policy commitments. Understanding it
as a policy goal can assist in demarcating the policy regime regulating access to and provision of
interpretive supports. This “policy regimes” approach to research is emerging

Policy regimes have been defined as “the governing arrangements for addressing policy
problems.”® This research approach has been used to study complex policy issues which cut
across various levels of government and what the policy regimes framework refers to as the
policy “subsystems” of a regime. These are the many different dimensions of the policy regime
which may fall under an array of government departments, agencies, and authorities which are
implicated in a complex policy issue in some way.®

A “policy regimes” research approach has emerged in law and policy research to examine cross-
cutting, complex policy issues like the homeland security policy regime in the U.S., poverty
reduction policies, care policy, and policies for climate change and adaptation. This research
approach involves:

» identifying the policy problem

» pointing to the policy goal to address the problem

» analysing the set of ideas associated with achieving the policy goal

» examining the institutional arrangements (laws and policies) associated with the extent
to which the policy goal is achieved

» analyzing the various interests and stakeholders associated with the policy goal.

We drew on this approach to examine the basis for formulating a policy goal to assure access to
needed interpretive supports as an integral part of addressing communication barriers and
accessibility to the various information and communication technologies, programs, services,
and opportunities provided through federally regulated entities.

C. The “Interpretive Supports Access Lens”

Having pointed to the basis for a policy goal to ensure access to interpretive supports the
research team developed what we refer to as the “Interpretive Supports Access Lens.” Guided
by concept development, literature review, case law, and video and focus group research, this
lens provides a framework of dimensions, indicators and measures for ensuring access to
needed interpretive supports in the decision-making context.

D. Assessing Institutional Arrangements for Accessing Interpretive Supports

Using this lens developed, the research examined a variety of law and policy arrangements
related to interpretive supports — in federal, provincial/territorial, municipal, and international
jurisdictions. The purpose was to identify where there were promising practices and gaps in the
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existing regimes regulating access to interpretive supports. For this purpose, we designed a
data model to be applied in a database application which IRIS built over the course of this
research. This project, and others, contributed to the development of the database application
so that examination of law and policy provisions could be more systematically undertaken. The
application, which we refer to as the “Policy Regimes Inclusion and Accessibility Assessment”
tool, includes features to:

= host and search a digital library of law and policy sources

= ‘create an assessment’ for a jurisdiction using a template provided

= enter information about provisions into the assessment, score the provisions

= assess policy regimes of international, national scale as well as sub-national jurisdictions

= search the database of assessed provisions — by measure, jurisdiction, or dimension of
the policy framework.

The research team gathered 450 provisions related in some way to interpretive supports, or
their absence, from law and policy sources in 15 local-to-international jurisdictions. All of these
provisions regulate access to communication supports and decision making in some manner. It
was beyond the scope of the research to do a full analysis of all of these provisions. However,
the initial analysis generated important findings about the extent to which the legal framework
recognizes interpretive supports in exercising decision making and legal capacity.

E. Development of Guidance
The research resulted in two types of guidance:

» Interpretive Supports Access Lens — provides a framework of dimensions, indicators and
measures to guide entities in assessing barriers in their policies and practices to
recognizing, providing, and accommodating interpretive supports in their interactions
with people with significant intellectual, cognitive and communication disabilities.

» Interpretive Supports Practice Guide — based on the literature review, focus groups, and
video research, provides a framework to guide providers of interpretive support in their
practice, and to demonstrate the practices to those entities interacting with people with
significant intellectual, cognitive and communication disabilities.



1. INTERPRETIVE SUPPORTS: WHAT ARE THEY AND WHO NEEDS THEM
FOR DECISION MAKING?

A. Defining Interpretive and Communication Supports in a Decision-Making Context

“Interpretive support.” It refers to the assistance provided by a person whose primary role in a
communication and decision-making context is to help interpret the gestures and vocalization
of a person with a significant intellectual or cognitive and communication disability. As a
communication bridge between two parties, it is distinct from the role of communication
assistants who assist a person in using augmentative and alternative forms of communication
(assistants which have been found to be effective for some people with disabilities facing
communication barriers!), and from communication intermediaries who are a specialized
support to provide translation support to people with communication disabilities primarily in
the justice system context. Those acting as a communication intermediaries assist people “who
have speech and language disabilities to understand questions and to communicate answers
effectively when communicating with police, legal or justice professionals.” 11

Alternatively, interpretive support is provided by a person who has the personal knowledge and
a trusting relationship with a person with a significant intellectual, developmental, cognitive,
and/or psychosocial disability. Such supporters are usually in a familial or informal support
relationship with the person and often the ‘front line’ for interacting with various public and
private sector services. These non-professional supporters have unique capabilities to provide
interpretive support, precisely because they have usually witnessed the person’s gestures and
other forms of communication over an extensive period. Based on their personal knowledge
and experience they can be adept at ascribing intentionality to the person, including their
previous knowledge about a person’s mental states, the person’s behavior in the moment,
environmental features which may have behavioural outcomes for the person, and an
understanding of the person’s preferences and values over time.1?

This type of support is used where the person does not have the decision-making abilities to
make decisions on their own, even with support and accommodations from others. It includes
interpreting a person’s intentions, will, and preferences when a person expresses these through
actions and behaviour that often only supporters who know a person well can understand. It
also includes translating an understanding of the person’s intentions into needed plans and
decisions and taking the actions necessary for a person to achieve their intentions. While
supporters may need to make many plans and decisions for this purpose, ideally they are
always guided by their best interpretation of the person’s intentions in the circumstances.

Researchers are increasingly referring to “interpretive supports” as a critical support to assist
people with significant intellectual, cognitive, and communication disabilities (Bach and
Kerzner, 2010; Peterson et al, 2020; Davidson et al, 2015). Bach and Kerzner, in listing six
various kinds of decision-making supports, characterize communicational and interpretive



supports as a complex means of “representing the person’s often unique forms of
communication” that may not be easily comprehended by third parties (Bach, Kerzner, 2010).

The research points to the intrinsic complexity of the term. The “interpretive” component of
communication supports —i.e., noticing, understanding, and acknowledging a person’s
expression of preference in a supported decision-making setting — is a complicated and often
judgment-based approach that is based on an individual’s circumstances and “cannot be
reduced to a set of procedural, tick-box criteria” (Banner, Szmukler, 2013).

Linking interpretive supports to “supporter responsiveness”, Watson defines the latter as a
multi-faceted activity, made up of a number of tasks that include “acknowledging, interpreting
and acting on the expression of will and preference” of a supported individual (Watson, 2016).
Knox et al. reference the potential impact of the demands placed on the supporter that might
impact the interpretation process (Knox, et al, 2016). Watson et al. remind that, within this
bilateral interpretive support framework, there is a constant need to acknowledge that “the
role of a person with a disability is his or her expression of preference, and the role of the
supporter is to respond to this expression of preference” (Watson et al, 2019).

Carney et al. (2021) reflect that the process of “interpretation of the person’s will” is embraced
differently from the standpoint of two disciplinary perspectives: while human rights scholars
prefer to accept will and preferences “at face value”, clinicians err on the side of a more
“interpretative reading” that accentuates the alignment between the will and preceding
preferences. Those differences create what Muller et al refer to as “social challenges” that
require the use of unique and individually adjusted communication supports that place a great
onus on a supporter’s abilities (Muller et al, 2018).

Various jurisdictions adopt different formal and informal processes of honing a supporter’s
abilities to enable them to truly interpret the decision-maker’s will and preferences as opposed
to engaging in “substitute decision-making or undue influence” (Glen, 2020). Evaluating the
then-available literature on the tools, approaches, and techniques that facilitate — interpret — a
person’s expressions of preference, Watson concludes that there is evidence that high quality
and close interactions between people with intellectual disabilities and their supporters
significantly increases “the likelihood” that such people’s “expressions of preferences will be
noticed and acknowledged” (Watson, 2016). Glen links interpretive supports with
“communicational” supports, noting that individuals with intellectual disabilities may often
require their unigue communication systems to be augmented with the use of “interpretive
assistance for intake and processing of information from parties” (Glen, 2015). Largent and
Peterson place interpretive supports together with communication and “representational”
supports (Largent, Peterson, 2020).

Based on the research we arrive at the following definition:

Interpretive supports are the steps and means a support person uses to ascertain and
interpret the wishes, will, and preferences of a person who has significant intellectual

10



or cognitive disabilities and who does not communicate using conventional language
and symbolic systems. Interpretive support involves these acts of interpretation and
also the use of these interpretations as the basis for guiding and executing the making
of decisions consistent with the person’s wishes, will, and preferences. Interpretive
support is not based on what a support person believes are the best interests of the
individual but instead on what a support person believes to be the individual’s true
wishes are, based on a valid interpretation process.

Interpretive supports can be distinguished from the broader set of communication supports,
including sign language interpretation, alternative formats, and augmentative and alternative
communication (AAC) technologies which rely on symbolic systems to communicate, assistive
listening devices, communication intermediaries, etc. Augmentative and alternative
communication refers to many ways to either supplement or compensate for significant
communication challenges. It is generally understood to encompass both unaided and aided
forms of communication support. Unaided refers to nonspoken forms of communication
including gestures, facial expressions and manual signs. This aspect of AAC provides tools and
approaches for the interpretive supporter in the situations of people who do not use
conventional symbolic systems. Some individuals may use aided modes of communication
including picture boards, graphic symbols, tablet devices, and technologies that generate voice
through digital means. However, what distinguishes interpretive support is that there is much
wider scope for interpretative work than many of the communication approaches in AAC and
other modalities encompass. But an important starting point is that any person may be able to
benefit from both unaided and aided modes.

Interpretive supports are distinct from many other types of communication supports in that the
gestures and sounds a person uses to communicate belong uniquely to that person.
Interpretive supporters must come to learn over time how the person communicates. They
must also bring their personal knowledge of the individual’s short and long-term intentions,
wishes, will, and preferences in order to meaningfully situate the person’s expressions in a
particular moment, and how those expressions should be applied to a decision-making context
at hand. The much larger scope of interpretation of gestures and sounds and what they are
best interpreted to mean or require in a particular context is what distinguishes interpretive
supports from other types of communication support. Interpretive supports involve a person-
directed planning and decision-making process that is grounded first and foremost in the
expressed and then interpreted intentions, wishes, will and preferences of the person.

B. Interpretive Support Methodologies

Research indicates that various methodologies have been created to interpret the will and
preferences of the decision-maker (Wiesel et al, 2020; Davidson et al, 2019; Sinclair et al, 2019).
However, Joanne Watson’s seminal 2016 work, “The right to supported decision-making for
people rarely heard", offers the most concentrated and concise will and preference
interpretation methodologies emanating from the realms of speech pathology, augmentative
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communication, in relation to people with severe or profound intellectual and cognitive
disability. Drawing from her systematic and deep research in available literature, Watson
delineates 3 main methodologies — preference assessment, storytelling (including multi-sensory
methods), and communication profiles. Each are summarized below.

1. Direct preference assessment

Rooting her observations in literature reviews and empirical studies (Cannella-Malone,
Sabielny, Jimenez, & Miller, 2013; Cannella et al., 2005; Green et al., 1988; Kang et al., 2013;
Parsons & Reid, 1990; Tullis et al., 2011) that utilized direct preference assessment as a means
of “identifying preferred items, environments, people and other stimuli for people with severe
or profound intellectual disability”, Watson establishes that direct preference assessment is
comprised of observations and documentation of responses of the decision-maker to the
systematic presentation of different items, stimuli, and situations. Reinforcing her research with
a plethora of background literature, the author further distinguishes between a single stimulus
that examines the decision-maker’s reaction to a single stimulus (Pace, lvancic, Edwards, lwata,
& Page, 1985); a paired stimulus that examines the decision-maker’s reaction to two items
enabling them to choose one (Piazza, Fisher, Hagopian, Bowman, & Toole, 1996); and an
approach offering multiple stimuli that provides the decision-maker with an option to choose
one of them (DeLeon & Iwata, 1996; Singh, Lancioni, O'Reilly, & Molina, 2003).

Hagopian, Long, and Rush characterize direct preference assessment procedures as either
“approach-based” or “engagement-based”, where approach-based outreach encompasses
recording the individuals’ approach responses to stimuli presented singly or simultaneously
with other stimuli, whereas engagement-based procedures involve recording duration of
engagement with stimuli (Hagopian et al, 2004).

Watson'’s research reviews a number of studies (Cannella et al., 2005; Kang et al., 2013; Virués-
Ortega et al., 2014) to examine the pros and cons of this methodology. On the positive side,
there was evidence that direct preference assessment can increase the decision-maker’s self-
determination; it is rather accurate in identifying “preference for a reinforcer”, and people with
severe or profound intellectual disabilities “were reliably able to express likes and dislikes
within the context of preference assessments”. For instance, in their report, Thomson et al.
administered the single stimulus and paired stimulus preference assessment procedures with
food and non-food items to individuals with severe or profound developmental disabilities with
encouraging results, proving that either procedure “may be viable options” for such individuals
(Thomson et al, 2007).

Certain studies (Cote, Thompson, Hanley, & McKerchar, 2007; Reid and Green, 2002) indicate
“extremely poor correlation” between direct preference assessment of young children and
reports of preference expressed by teachers. Others discovered that “proxy ratings of
preferences of people with severe or profound intellectual disability differed from preferences
identified through direct preference assessment in response to different stimuli.” Additionally,
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researchers underscored “the fleeting nature” of direct preference assessment due to its
reliance on “observational snapshots” that can hardly take apply to the decision-maker’s entire
life, therefore making it difficult to interpret their preferences that had been built up
throughout life (Ten Brug, Van Der Putten, & Vlaskamp, 2013).

2. Interpreting preference through storytelling

Having evaluated literature vis-a-vis the storytelling approaches of interpretive supports,
Watson sums up life stories, narration, and personal storytelling as one of the emerging and
studied mechanisms for people with intellectual disabilities to have their will and preferences
recognized (Atkinson, Jackson, & Walmsley, 1997; Hamilton & Atkinson, 2009). This approach
uses a “multisensory story telling” technique that adopts developing a personalized story for
the decision-maker who uses various means of sensory stimulation. It puts the limelight on
“supporters knowing the history of the person they support, through an exploration of their life
story, and through an exploration of their identity beyond the constraints of their disability”
(Watson, Voss, & Bloomer, 2021). By repetitively and consistently exposing the decision-maker
to a multi-sensory story, a supporter can therefore gauge the decision-maker’s patterns in
reactions resulting in preference interpretation (Ten Brug et al., 2013).

Watson notes that the empirical base underpinning this approach in practice is found wanting
at this time. Nevertheless, in order to support the validity of this technique, one of significant
practical investigations in the educational setting with children with severe or profound
intellectual disabilities demonstrated the teachers’ ability to “ascertain preference within the
context of the multi-sensory storytelling session. However, research notes the rarity of
opportunities for people with severe or profound intellectual disabilities to engage in the
storytelling process for several reasons: the decision-maker’s difficulty to initiate the
conversation; “relative absence of storytelling in the lives of people with severe or profound
intellectual to the dominance of uninteresting, repetitive and negative events in their lives,
none of which are the ideal basis for telling a story”; and the unsuitability of typical structural
approaches to express narrative for people whose cognitive age does not exceed four years
(Grove, 2012; Grove, Harwood, & Ross, 2010; Peterson & McCabe, 1983).

With regard to narration, Watson draws attention to Lyng’s technique of seeing the decision-
maker “beyond their disability”, during which the supporter focuses on multiple angles of
decision-maker’s life and deduces the decision-maker’s preferences “beyond those typically
associated with their support needs” (Lyng, 2007).

3. Individualized communication profiles

Watson explains that the documentation of “idiosyncratic communicative behaviors”
constitutes a crucial activity in interpreting the will and preference of the decision-makers with
severe or profound intellectual disabilities. As such, individualized communicative behaviour
profiles are widely used to sustain the thorough and quick exchange of information with the
decision-maker to interpret the decision-maker’s “affective expressions of wants, likes, and
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preferences”. Its examples involve Personal Communication Dictionaries (Beukelman &
Mirenda, 2005) and ‘Books about me’ (Bloomberg, West, & Johnson, 2004), Communication
Passports (Millar & Aitken, 2003), Health Passports (Brodrick, Lewis, Worth, & Marland, 2011),
Sensory profiles (Dunn, 2008), and Multimedia Profiling (Acting Up, 2003). Each of these tools,
explains Watson, offers a mechanism of gathering required information about the decision-
maker by engaging in extensive communication with people who know the decision-maker the
most, “observing, analyzing, discussing and then organizing that information into a format such
as a book or multimedia/digital profile” that can then be utilized to inform the decision-maker’s
“planning process.”

In support of the effectiveness of the interpretive component of this approach, Watson
references a report that attests to the technique’s usefulness in creating “a clear profile of a
person’s uniqgue communication system” (Rezzani, 2012). The same report provides supporters’
perception that “the development of a multimedia profile helped build their capacity to provide
detailed verbal and written descriptions of how the person they support communicates”, that it
stimulated staff to evaluate their own behavior from the standpoint of improving the quality of
interactions with the decision-makers. The challenges of this approach, Rezzani suggests, is the
time-consuming nature of developing the necessary skills to produce and watch the profile
(Rezzani, 2012).

C. Gaps and Challenges in Accessing Needed Interpretive Supports — Case Law Review

The case law review identified a number of gaps and challenges in accessing needed supports.
These can be organized into five main themes:

1. Recognition of cognitive limitations and barriers to understanding as communication
disability

Recognition of cognitive and communication disabilities plays a pivotal role in legal
proceedings. Courts have increasingly acknowledged the need to accommodate individuals with
mental or cognitive impairments to ensure equal access to justice.

J R. v. Doncel (Ontario Court of Justice):

The court allowed a communication intermediary for a complainant with an intellectual
disability to testify under Section 6 of the Canada Evidence Act. The decision clarified that
difficulty in communication does not require a witness to be wholly unintelligible to qualify for
assistance.

. Children's Aid Society of Toronto v. A.L.:

The court recognized that intellectual disabilities do not inherently prevent someone from
parenting but emphasized the importance of providing supportive services to interpret a child’s
needs through communication cues.

2. Scope of recognized communication supports
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Communication supports include tools, strategies, and human aids that allow individuals with
disabilities to engage fully in legal processes. Courts and tribunals have established that these
supports are not just beneficial but sometimes mandatory under laws and constitutional
provisions.

J R. v. Wright (Ontario Superior Court of Justice):

The court permitted formal sign language interpreters and technical aids, such as video
cameras and real-time transcription, to ensure a deaf complainant could understand and
participate in the trial.

. DB v. Toronto District School Board (HRTO):

The tribunal determined that denying augmentative and alternative communication (AAC)
supports to a non-verbal student amounted to discrimination under the Ontario Human Rights
Code.

. Gondal v. Canada (Citizenship and Immigration) (Federal Court):

The court emphasized the need to consider specialized communication support, particularly
when an applicant with Aphasia required techniques to practice attentive communication.

3. Arrangements for interpretive supports

Arrangements for interpretive supports focus on ensuring accessibility for individuals who rely
on non-traditional communication methods. Courts and tribunals have demonstrated a growing
willingness to formalize these arrangements.

. L.T. v. Parkdale Queen West Community Health Centre (HRTO):

The health centre failed to provide updates on interpretive services for a non-verbal client,
leading the tribunal to order compensation and explicit invitations to use the services.

. JL, Re (Consent and Capacity Board):

A registered nurse employed multiple communication aids (pictures, gestures, eye-blinking) to
assess a non-verbal individual’s capacity to consent to care facility admission. Despite her
efforts, the individual was found incapable.

o R. v. Doncel:

A speech-language pathologist arranged visual aids, gestures, and comprehension checks to
assist a witness in communicating effectively during trial.

4. Duty to accommodate interpretive support in communication access
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The duty to accommodate arises from human rights and constitutional law, ensuring individuals
with disabilities receive appropriate communication supports. Courts reinforce this duty
through obligations on organizations and legal actors.

o DB v. Toronto District School Board:

Schools are required to facilitate communication supports like AAC devices for students with
disabilities. Denial of these supports constitutes a breach of the Human Rights Code.

o Gondal v. Canada:

The failure to assess the communication needs of an individual with Aphasia during
immigration proceedings led to a judicial review and reconsideration of the case.

. Children's Aid Society of Toronto v. A.L.:

Child welfare agencies must accommodate parents with cognitive disabilities by providing
parenting support to interpret and respond to their child’s non-verbal cues.

5. Validity in interpretive supports

The reliability and accuracy of interpretive supports remain critical to their validity in legal and
decision-making processes. Courts have underscored the need for rigor in employing these
supports.

. Lummack v. Campbell:

The court found that capacity assessors must accommodate communication barriers when
evaluating decision-making ability. Failure to do so can invalidate findings of incapacity.

. Calderaro v. Meyer (Ontario Superior Court of Justice):

A solicitor relied on hand-squeezing as an interpretive support for a non-verbal testator.
However, the court invalidated the will due to a lack of evidence verifying the method’s
reliability and the testator’s responses.

. Toth v. Tanaka (British Columbia Supreme Court):

The court questioned the reliability of a non-verbal plaintiff’s preferences due to a lack of
sophisticated communication aids or human interpretive supports.

D. Gaps and Challenges — Focus Group Findings

Focus group participants — people with disabilities and supporters — also pointed to gaps and
challenges in accessing, using, providing, and gaining respect and accommodation for
interpretive support in a variety of contexts. These gaps and challenges fall under the same five
themes as those identified in the case law review.
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1. Recognition of cognitive limitations and barriers to understanding as communication
disability

Participants emphasized widespread barriers to being recognized as decision-makers due to
assumptions about their cognitive or communication abilities. These barriers often led to the
outright denial of opportunities to exercise legal capacity.

¢ Healthcare and Risk Aversion: Many medical professionals default to consulting family
or supporters rather than addressing the individual directly. One participant shared:
“Doctors talk to the supporter and not to the decision-maker directly. They don’t tell the
decision-maker about the contents of the conversation” (Ontario).

¢ Banking and Capacity Prejudice: Financial institutions frequently assumed clients with
disabilities lacked the capacity to manage their own accounts, often denying services. A
participant noted: “The banks are a huge problem in getting cards for individuals with
various forms of neurodiversity... Unless you mention the human rights tribunal, you
don’t have much power to change their mind” (Alberta and British Columbia).

2. Scope of recognized communication supports

The absence of accessible and inclusive communication supports across various sectors often
compounded these challenges. Participants highlighted the need for tailored supports, such as
Sign language interpreters and simplified communication strategies.

e Medical Neglect of Supports: One participant from Ontario lamented:
“Doctors refuse to talk in plain language to the decision-maker, talking in a ‘million-
dollar language’ to the supporter, who then has to interpret and simplify it.”

o Deaf Community Barriers: Participants noted a lack of sensitivity to Sign language
needs:
“Sign language users are forced to write by healthcare service providers as opposed to
having Sign language interpreters” (Deaf community).

3. Arrangements for interpretive supports

Interpretive supports were noted as vital for enabling people to express preferences or
understand complex processes. Participants frequently raised concerns about the inadequate
training or availability of interpreters and other supports.

o Family Members as Default Interpreters: In the absence of professional supports,
family members often filled this role, leading to potential conflicts of interest. A
participant stated:

“There is rarely community support available for a person in clinical settings” (Alberta
and British Columbia).
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4.

Inappropriate Substitution of Judgment: In some cases, supporters acted as decision-
makers, monopolizing the process. A Quebec participant remarked:

“It often happens that the people who accompany people with limited legal capacity
take the place of the person and monopolize their right to decide.”

Duty to accommodate interpretive support in communication access

Participants highlighted that the duty to provide communication supports was often unmet,
with institutional inflexibility and ignorance being major barriers.

5.

Rigid Rules and Ignorance of Accommodation Laws: A participant in Ontario noted:
“Government officials are completely inflexible and are governed by a strictly legalistic
conduct. It’s like their ears were closed, unwilling to listen.”

Healthcare Accessibility Failures: Another participant shared a stark example of neglect:
“There was one night in the ICU... If | were not there to replace my son’s intravenous
access device, he would not have made it through the night” (Atlantic).

Validity in interpretive supports

The accuracy and ethical responsibility of interpretive supports were underscored as critical, yet
often overlooked, areas. Misinterpretation or inadequate supports could lead to significant

harm.

Overreach by Supporters: Participants expressed concerns about supporters
undermining the autonomy of decision-makers.

“The supporter may be aware of the decision-maker’s right to have service provided, but
the supporter lacks the precise knowledge needed to make the case” (Quebec).

Medical Errors Due to Assumptions: A Manitoba participant shared:
“Doctors often conclude that persons with disabilities lack capacity to make radical
decisions without consulting relatives or considering their preferences.”

Summary of Interpretive Support Challenges — and the Principle of ‘Best Interpretation
of Will and Preferences’

The findings from the literature review, case law review, and focus groups suggest that six key
challenges in accessing needed interpretive support for people with significant intellectual,
cognitive, and communication disabilities can be anticipated, including:

First, it may be difficult to interpret a person’s behaviour as intentional action, if the
person is socially isolated without anyone who knows them well enough to discern their
manifest intentions.

Second, a person’s manifest intentions do not always provide specific directions or
actions for supporters to take. A person with a significant intellectual disability may not
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be able to give informed consent to treatment, but they can express a desire to be free
of pain or discomfort they experience. Interpretive support in this context requires
connecting a general intention — to be free of pain — with what could be many plans and
decisions to give it effect.

Third, supporters have huge discretion to interpret the person’s wishes in ways that may
put them in a conflict of interest with the person and to unduly influence any plans and
decisions that get made through such an arrangement.

Fourth, there may be situations in which it is challenging to interpret a person’s current
expression of intention if it seems to be in direct conflict with what decision-making
supporters have observed as much longer-term and consistent manifestations of their
intentions. As noted in the case examples above, there are situations of such
interpretive conflict in mental health situations, where a person appears to be acting on
intentions that do not correspond to their prior expressed interests or to others’
understanding of the situation at hand.

Fifth, where there is more than one decision-making supporter, they may have among
them seriously conflicting interpretations about a person’s intentional behaviour and
what plans and decisions are required to fulfill them.

Sixth, where decision-making supporters develop plans and execute decisions guided by
a person’s manifest intention but that risk placing the person in a situation of harm,
additional considerations must be raised about balancing the person’s dignity of risk
with safeguarding them from harm.

How to address these interpretive challenges? The principle of “best interpretation of a
person’s will and preferences” is recognized in the UN Committee’s General Comment on
Article 12 as a replacement for the “best interests” test, which it finds “is not a safeguard which
complies with article 12 in relation to adults.”*® The principle recognizes that there may be
interpretive challenges when a person’s manifest intentions are not explicit declarations or
even implicit directions. At the same time, as noted in a submission to the UN Committee by
the Canadian Association for Community Living (now Inclusion Canada), which formulated and
recommended inclusion of the principle in the General Comment, there are always some
interpretations that are better than others:

[T]here are and will always be situations where a person’s will and preference cannot be
interpreted with any degree of certainty — either because of absence of prior planning
documents/indications, or because a person has been so isolated and excluded s/he has no one
whom they trust and who can learn their form of communication, at least in the short term.
Substitute decision-making systems are in place to deal with this type of situation, and State
parties will likely defend their provision given their obligations to protect vulnerable persons.

In recognizing the reality of such situations, we recommend that the GC [General Comment]
advance the notion of “best interpretation of will and preference” to replace the best interest
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test for application in these situations. Such a test would recognize that will and preference
cannot always be interpreted with certainty, but that there are always better interpretations
than others.**

The “best interpretation” principle is another building block in enabling a person’s intentions,
wishes, will and preferences to ground their decision-making and legal capacity. Applying the
principle in the types of situations described above would require guidance and safeguards: to
ensure that an interpretation is justifiable (there is clear evidence that it corresponds to a
person’s expressed intentions); that it is the “best” interpretation of the person’s will and
preferences in the circumstances; that decisions made under that interpretation would not
violate a person’s rights; and, that it does not constitute any form of undue influence, coercion,
or conflict of interest on the part of supporters.

F. Need for Interpretive Supports

The research aimed to estimate the scale of need for interpretive supports. It was conducted by
a statistician with expertise in Statistics Canada’s Canadian Survey on Disability and its
predecessor surveys.

It was determined that while the population using Augmentative and Alternative
Communication (AAC) is likely larger than the population requiring or using interpretive
supports exclusively (i.e., individuals who do not use conventional symbolic systems to
communicate), AAC use is the best available proxy for estimating the need for interpretive
supports.

Through an analysis of Statistics Canada’s disability-related surveys—including the Health and
Activity Limitation Survey (HALS), Participation and Activity Limitation Survey (PALS), and the
Canadian Disability Survey (CSD)—it was found that the 2006 PALS is the only survey that
specifically identified the AAC population. The 2006 PALS reported that among the 479,700
adults who identified a communication disability, 74,700 adults (16%) were unable to make
themselves understood.

However, this survey data is now nearly two decades old. In the intervening years, persons with
significant cognitive disabilities have become one of the fastest-growing demographic groups,
driven by an aging population and increasing prevalence of dementia. As a result, the number
of individuals requiring interpretive supports as a critical element of their communication
assistance is expected to continue to grow.

While this data provides a rough estimate of the need for interpretive supports, it is important
to note that the survey questions were not designed to assess:

¢ The extent to which interpretive supports have been provided, or

¢ The effectiveness of these supports in enabling individuals to participate equally in
decision-making and other aspects of social and economic life.

20



Key Takeaways:

1. The 2006 PALS remains the most relevant data source for estimating the AAC
population, despite its age.

2. Significant demographic changes—such as aging and the rise of dementia—indicate a
growing need for interpretive supports.

3. Existing surveys lack data on the provision and impact of interpretive supports,
highlighting a need for updated and more targeted research.
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lll.  POLICY GOAL FOR ACCESS TO INTERPRETIVE SUPPORTS

As discussed in the conceptual framework for interpretive supports, this kind of communication
support is essential for people with significant intellectual, cognitive and communication
disabilities who do not use conventional symbolic systems and language to communicate with
others. In 2006, almost 75,000 adults were not able to make themselves understood. This
number is likely rapidly growing. This communication barrier is among the most profound of
accessibility barriers — not being able to make yourself understood means that a person can in
no way direct their lives. Their decision-making capacity is severely restricted if not non-
existent, at least when it comes to make decisions that have legal consequences.

We can point to three main sources for a policy goal to assure access to needed interpretive
supports.

A. Accessible Canada Act

Assuring access to interpretive supports can be recognized as a policy goal integral to meeting
the purpose of the Accessible Canada Act to achieve a Canada without barriers in a number of
areas, including in s. 5(c.1) “communication, other than information and communication
technologies.”

However, it is important to note that communication assistance has not yet been defined as an
area for standards development by Accessibility Standards Canada, the agency responsible for
standards development under the legislation. Thus, if, and how, interpretive supports fit into
the design of a standard for “communication, other than information and communication
technologies” is still to be determined.

B. UN Convention the Rights of Persons with Disabilities (CRPD)

Canada ratified the CRPD in 2010, which includes in Article 12 recognition oof the right to
equality in the exercise of legal capacity, specifically that:

= “persons with disabilities enjoy legal capacity on an equal basis with others in all aspects
of life.” Article 12(2)

= States Parties have an obligation to “take appropriate measures to provide access by
persons with disabilities to the support they may require in exercising their legal
capacity.” Article 12(3)

= States Parties have an obligation to ensure that measures relating to legal capacity
provide for safeguards, and that these must, inter alia, ensure respect for the “rights,
will and preferences” of the person. Article 12(4).

As discussed in Part Il, interpretive support is an essential support for people with significant
intellectual, cognitive and communication disabilities. The CRPD provides a clear framework for
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recognizing the need for this support, and also recognizes in Article 12(4) that safeguards will
be required.

C. UN Committee on the Rights of Persons with Disabilities — “General Comment No. 1”

The UN Committee tasked with interpreting the requirements of the CRPD and monitoring
State party implementation issued its first General Comment on Article 12 of the Convention.
The general comment explicitly recognizes interpretive supports as a valid form of
communication support to assist in exercising legal capacity. Paragraph 21 of the comment
states:

Where, after significant efforts have been made, it is not practicable to determine the

will and preferences of an individual, the “best interpretation of will and preferences” must
replace the “best interests” determinations. This respects the rights, will and preferences of
the individual, in accordance with article 12, paragraph 4. The “best interests” principle is
not a safeguard which complies with article 12 in relation to adults. The “will and
preferences” paradigm must replace the “best interests” paradigm to ensure that persons
with disabilities enjoy the right to legal capacity on an equal basis with others.

This paragraph points to the interpretive space that interpretive supports are intended to fill. It
is reasonable to interpret the Committee’s reference to when “it is not practicable to
determine the will and preferences of an individual” to mean those situations when a person
cannot communicate through conventional symbolic systems and language their precise will
and preferences, that there is room for interpretation. Replacing the “best interests” principle
with the “best interpretation of will and preferences” principle points to the centrality of
interpretive supports for people who would face insurmountable communication and
accessibility barriers without interpretive supports.

Together, these three sources — the Accessible Canada Act, Article 12 of the Convention on the
Rights of Persons with Disabilities, and General Comment No. 1 from the UN Committee — make
clear the basis for recognizing a policy goal for assuring access to needed interpretive supports
as part of broader policy goals to 1) address communication barriers; and 2) to ensure that
people have access to the supports they may require to exercise legal capacity on an equal
basis with others, to exercise their right to decide. Fulfilling this policy goal will require:

» interpretive supports are a recognized and valid form of decision-making support

» barriers to communication are addressed by ensuring access to interpretive supports

» The principle of ‘best interpretation of will and preferences’ is used to guide provision of
interpretive supports.
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IV. FRAMEWORK FOR GUIDANCE ON LAW, POLICY AND PRACTICE FOR
ENTITIES IN ENSURING ACCESS TO INTERPRETIVE SUPPORTS

The research demonstrated the practical and policy importance of assuring access to
interpretive supports if one of the most vulnerable and unheard from groups of persons with
disabilities is to enjoy their rights on an equal basis. Developing guidance for entities to assure
access to interpretive supports requires an understanding of the extent to which the legal
framework assures access to such supports. It also requires a set of measures that would
provide the basis for identifying barriers to accessing and using interpretive supports in decision
making and other contexts of social and economic participation.

We proceeded to develop this framework to guide the assessment of laws, policies, and
practices in relation to achieving the policy goal of assuring access to needed interpretive
supports for people with significant intellectual, cognitive and communication disabilities. The
team drew on the conceptual framework for interpretive supports, the case law review and
focus group findings to develop an assessment framework. Underlying the framework is the
principle that provision of interpretive supports should be guided by the ‘best interpretation of
a persons’ will and preferences as they should apply in the circumstances, and as the basis for
making, guiding, and executing decisions that maximize and respect the person’ legal capacity
and autonomy.’

The themes identified from the concept development, literature review, case law review and
focus group research provide the basis for the assessment framework, what we refer to as the
“Interpretive Supports Access Lens.”

Below we present the lens, followed by a summary of key points from the literature which
assisted in formulating the measures.

A. Interpretive Supports Access Lens
The lens has three main elements:

= Five dimensions of interpretive supports recognition and accommodation
» Indicators for assured access under each of those dimensions
= Measures for assessing law, policy, and practice provisions against the indicators.

Table 1 presents the lens.
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Table 1 — Interpretative Supports Access Lens

Dimensions of the interpretive supports

Indicators of assured access

Measures of assured access

access
Recognition of cognitive limitations | 1.1 People with cognitive difficulties | 1.1.1 | The provision recognizes a right
and barriers to understanding as who experience barriers to to communication for all
communication disability understanding enjoy a right to persons without discrimination
communication on an equal based on disability
basis (e.g. Article 19 UDHR)

1.1.2 | The provision recognizes
barriers to understanding as
communication barriers which
must be addressed/removed.

Scope of recognized 2.1 Supports to address 2.1.1 | The provision recognizes

communication supports communication barriers include interpretive supports (whether
interpretive supports - the by this or some other term) as a
assistance a person needs from valid form of communication
others to translate expression of support which a person may
their will and preferences into require to make decisions with
making decisions and taking others on an equal basis.
actions.

Arrangements for interpretive 3.1 | Arrangements can be made for | 3.1.1 | The provision enables a person

supports appointing and recognizing to appoint supporters to
interpretive supporters as provide interpretive support
decision-making supporters

3.1.2 | Where a person is unable to

appoint supporters to provide
interpretive support,
appointments may be made by
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Dimensions of the interpretive supports

access

Indicators of assured access

Measures of assured access

courts or other legally
mandated authorities.

3.1.3

Provision recognizes duties of
interpretive supporters

3.14

Provision establishes
accountabilities for those
providing interpretive supports

3.15

Provision ensures that where a
person requires, but does not
have, others in their lives who
can provide interpretive
supports, governments are
obliged to take steps to put
arrangements for interpretive
supports into place.

Duty to accommodate interpretive
support in communication access

4.1

Third parties have a duty to
accommodate persons in
communicating and exercising
legal capacity using interpretive
supports

4.1.1

The provision recognizes the
duty of all parties to
accommodate persons in
addressing communication
barriers, including those related
to limitations in cognition and
understanding
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Dimensions of the interpretive supports

Indicators of assured access

Measures of assured access

access
4.1.2 | The provision gives guidance on
how to accommodate a person
using interpretive supports to
communicate and exercise legal
capacity.

Validity in interpretive supports 5.1 Safeguards are in place to 5.1.1 | The provision requires that
ensure that interpretive interpretive supporters act free
supporters provide valid of a conflict of interest and
interpretations of a person's will unduly influencing the person in
and preferences and translate providing interpretive support.
them into actions and decisions
consistent with the best
interpretation of a person's will
and preferences in the
circumstances.

5.1.2 | The provision provides a

procedure for challenging
interpretations of interpretive
supporters on the basis that
they are not the best
interpretation in the
circumstances, and/or are the
result of a conflict of interest or
undue influence.
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B. Summary of Sources in Formulating the Lens

Measure 1.1.1: The provision recognizes a right to communication for all persons without
discrimination based on disability

The framing of this measure aligns with foundational international human rights frameworks,
particularly Article 19 of the Universal Declaration of Human Rights (UDHR), which guarantees
the right to freedom of expression and communication for all individuals. This measure
highlights the importance of explicitly recognizing the right to communication for persons with
disabilities, ensuring their full participation and inclusion in society.

Isetti (2020) underscores the legal recognition of communication disabilities under the
Americans with Disabilities Act Amendments Act (ADAAA), which categorizes “speaking,
hearing, and communicating” as major life activities. This legal protection provides a direct
foundation for framing communication as a right and establishes that any barriers faced by
individuals with communication disabilities constitute discrimination. Isetti’s discussion of
workplace accommodations for individuals with communication disorders further reinforces
the need for provisions that protect against systemic discrimination in professional and social
settings.

Similarly, Barrett and Marshall (2022) connect the right to communication to Sustainable
Development Goal (SDG) 16, which emphasizes promoting peaceful and inclusive societies.
They argue that communication is central to participation and equality and highlight the risks
individuals with communication disabilities face, such as exclusion, marginalization, and
vulnerability to abuse. By framing communication as a fundamental right, Measure 1.1.1
address not only equity but also protection and empowerment.

Digital Inclusion and Modern Frameworks

Goggin (2015) provides a contemporary lens by exploring the intersection of communication
rights and digital technologies, particularly in light of the United Nations Convention on the
Rights of Persons with Disabilities (CRPD). Goggin calls for proactive national policies that
recognize the evolving nature of communication in a digital age. He advocates for ensuring
equitable access to communication platforms and tools for individuals with disabilities,
addressing barriers that arise in online spaces, digital communication, and assistive technology.
This perspective strengthens the framing of Measure 1.1.1 by broadening its scope to include
digital and technological accessibility, ensuring communication rights remain relevant in
modern society.

The literature also reinforces the principle that the right to communication is integral to
achieving inclusion and equality. Barrett and Marshall (2022) emphasize that societal attitudes,
as well as structural barriers, must be addressed to uphold this right effectively. They argue for
increased public understanding, education, and professional training to ensure communication
rights are operationalized and not merely aspirational.
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Farrugia-Bernard (2018) adds to this by emphasizing the role of speech-language pathologists in
upholding communication rights for children with diverse communication needs. Her analysis
points to systemic biases in assessment practices, which can disproportionately impact
marginalized groups. This highlights the importance of framing Measure 1.1.1 in a way that
explicitly addresses discrimination based on disability and advocates for equitable access to
services, education, and accommodations.

How the Literature Supports the Framing of Measure 1.1.1

1. Legal Foundations:
Isetti (2020) provides a clear link between communication as a major life activity and the
legal obligation to eliminate discrimination in access to communication supports.

2. Global Frameworks:
The CRPD establishes a global mandate for recognizing and addressing communication
rights in both physical and digital spaces, ensuring their relevance in modern policy
frameworks.

3. Social and Structural Inclusion:
Barrett and Marshall (2022) and Farrugia-Bernard (2018) emphasize that recognizing the
right to communication is essential for societal participation, equity, and inclusion,
particularly for marginalized individuals and groups.

4. Practical Implementation:
Farrugia-Bernard’s (2018) focus on the role of professionals, such as SLPs, highlights the
need for actionable steps and accountability to ensure these rights are upheld in
practice.

In summary, the framing of Measure 1.1.1 is strongly supported by a robust legal, social, and
global framework that views communication as a fundamental human right. The literature
highlights the necessity of explicitly addressing systemic barriers, fostering societal
understanding, and integrating communication rights into both policy and practice. This
measure not only aligns with international mandates like the UDHR and CRPD but also ensures
that communication rights remain actionable and inclusive in today’s digital and evolving
societal contexts.

Measure 1.1.2: The provision recognizes barriers to understanding as communication barriers
which must be addressed/removed

The framing of this measure focuses on recognizing barriers to understanding—whether
linguistic, cognitive, or environmental—as legitimate communication barriers that require
deliberate action to address and remove.
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Karliner et al. (2012) demonstrate the practical implications of failing to address barriers to
understanding, particularly in healthcare settings. Their study highlights how language barriers
can prevent patients with limited English proficiency from understanding hospital discharge
instructions, leading to poor health outcomes. This reinforces the need for systemic solutions
such as professional interpreters and accessible, tailored communication tools.

Shrivastava, Shrivastava, and Ramasamy (2016) build on this by categorizing barriers into
physiological, psychological, environmental, and cultural factors. This multifaceted perspective
supports Measure 1.1.2 by showing that addressing communication barriers requires a
comprehensive approach, including professional training, environmental accommodations, and
culturally sensitive communication strategies.

Kleinsmann and Valkenburg (2008) provide a broader perspective by analyzing shared
understanding in collaborative settings, such as co-design projects. Their findings demonstrate
that communication barriers exist not only at the individual level but also within organizational
and systemic structures. By identifying enablers and barriers at different levels, the study
supports a holistic framing of Measure 1.1.2, which requires addressing barriers across settings.

Quill (1989) highlights the importance of acknowledging and exploring barriers within doctor-
patient communication. This study advocates for empathy and open dialogue to resolve
misunderstandings, demonstrating the importance of addressing barriers to understanding in
personal, professional, and healthcare interactions.

Measure 2.1.1: The provision recognizes interpretive supports as a valid form of
communication support

This measure frames interpretive supports—where another person assists in conveying will and
preferences—as a legitimate and necessary form of communication support.

Ogden (1994) introduces the concept of interpretive action in therapeutic settings, where
traditional verbal communication may fail to capture the full extent of an individual's needs or
experiences. This underscores the validity of interpretive supports in scenarios where non-
verbal cues or complex relational dynamics are at play.

Deetz (1982) expands on the interpretive approach to communication in organizations,
advocating for methods that prioritize understanding complex communication processes and
barriers. Similarly, Zoller and Kline (2008) highlight how interpretive and critical methods
provide deeper insights into communication in healthcare contexts. Together, these studies
reinforce the legitimacy of interpretive supports in addressing communication barriers in
various environments, including healthcare, education, and social services.
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Measure 3.1.1: The provision enables a person to appoint supporters to provide interpretive
support

This measure emphasizes self-determination by allowing individuals to appoint supporters who
can help them communicate and make decisions.

Craigie et al. (2019) discuss the challenges of balancing legal capacity, autonomy, and mental
capacity assessments under the CRPD. Their findings highlight the importance of supported
decision-making as an alternative to substituted decision-making frameworks. Allowing
individuals to appoint their supporters aligns with the principles of autonomy, choice, and
dignity.

Karetai (2023) advocates for a Supported Decision-Making Bill in New Zealand, which would
empower individuals with disabilities to make decisions with tailored support. This research
aligns with the framing of Measure 3.1.1 by showing that enabling individuals to appoint
supporters increases autonomy and participation.

Measure 3.1.2: Where a person is unable to appoint supporters, appointments may be made
by courts or other legally mandated authorities

This measure addresses circumstances where individuals cannot appoint supporters
themselves, ensuring access to interpretive support through external appointments.

Carney (2015) explores the practical and legislative challenges of implementing supported
decision-making systems under the CRPD. He highlights that traditional mechanisms like
“representative payee” arrangements often fail to align with the CRPD’s principles. This
underscores the need for carefully crafted laws and policies that ensure court-appointed
supporters act in a manner that preserves their rights and autonomy.

Measure 3.1.3: Provision recognizes duties of interpretive supporters

This measure ensures that supporters are aware of and fulfill their ethical duties, particularly in
translating an individual’s will and preferences.

Chapman (2014) highlights the critical role of support workers in enabling self-advocacy for
individuals with intellectual disabilities. Supporters must facilitate the person’s expression of
their will, ensuring their voices are respected and heard.

Browning et al. (2020) address the complexities of decision support, emphasizing the
importance of neutrality. Their findings demonstrate that decision support is contextually
dependent, requiring supporters to reflect on their influence and ensure they act in alignment
with the individual’s preferences.
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Measure 3.1.4: Provision establishes accountabilities for those providing interpretive
supports

This measure ensures that supporters are held accountable for their actions, aligning with
ethical and legal standards.

Gooding (2013) examines the conceptual and practical implications of supported decision-
making, emphasizing the importance of safeguards to ensure accountability. Emerging
legislative and policy examples demonstrate the need for measures that protect individuals
from undue influence while holding supporters to high ethical standards.

Measure 3.1.5: Governments are obliged to take steps to put arrangements for interpretive
supports into place

This measure emphasizes the role of governments in ensuring that individuals without personal
networks still have access to necessary supports.

Compliance with Legal Obligations

Breitenbach and Tarpey (2014) discuss obligations under the ADA to provide communication
supports, such as sign language interpreters, in medical settings. Agaronnik et al. (2019)
highlight gaps in physicians’ understanding of these obligations, suggesting that education and
policy enforcement are necessary to ensure compliance.

Measure 4.1.1: The provision recognizes the duty of all parties to accommodate persons in
addressing communication barriers

This measure establishes the responsibility of all entities to accommodate communication
barriers, including cognitive and understanding limitations.

Teo (2023) highlights the significant barriers faced by individuals with intellectual disabilities in
healthcare settings, while Savolainen (2015) identifies cognitive barriers in accessing
information. Both studies reinforce the necessity of accommodations to ensure equitable
access to services and information.

Measure 4.1.2: The provision gives guidance on accommodating a person using interpretive
supports to communicate and exercise legal capacity

This measure ensures that third parties have clear guidance on accommodating individuals who
rely on interpretive supports.
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Gooding et al. (2015) demonstrate how assistive devices and technologies, such as screen
readers and voice recognition, enable individuals to exercise legal capacity. This highlights the
importance of practical guidance for third parties to ensure accommodations are effective and
inclusive.

Flynn and Arstein-Kerslake (2014) further advocate for a model of supported decision-making
that respects individual autonomy while providing necessary accommodations.

Measure 5.1.1: The provision requires that interpretive supporters act free of conflict of
interest and undue influence

This measure ensures that supporters provide neutral and unbiased assistance.

Moore et al. (2010) explore the psychological impact of conflicts of interest, highlighting the
importance of safeguards to ensure supporters act objectively. This aligns with the need to
mitigate undue influence and protect individuals’ rights. This measure recognizes the
importance of mechanisms to challenge supporters’ interpretations when they may not align
with the individual’s will and preferences.

Arosemena (2013) discusses meta-rules for resolving conflicts of rights, which can guide
procedures for challenging interpretive decisions. Considering interpretive challenges at a
macro level in a human rights context, Peters (2011) underscores the importance of clear
interpretive guidelines, ensuring interpretations align with human rights principles.
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V. OVERVIEW OF FINDINGS FROM ANALYSIS OF INSTITUTIONAL
ARRANGEMENTS AND LEGAL PROVISIONS

The research developed a database application to assist in the collection of legal provisions
regulating the extent to which access to interpretive supports is assured. As the first study of its
kind, it required both concept development of interpretive supports and development of an
assessment framework.

Provisions were gathered from all federal and provincial/territorial jurisdictions in Canada, as
well as select municipal jurisdictions in Canada, and some international jurisdictions. See Table
2 at the end of this section for the 84 sources of law and policy reviewed for this purpose. Four
hundred and fifty (450) provisions which were gathered. These provisions are entered into IRIS’
“Policy Regimes Inclusion and Accessibility Database.” A primary contribution of the research is
the development of the online database application for gathering, assessing, and reporting on
interpretive support provisions. A full assessment and analysis of all provisions was beyond the
scope of the study. However, the database and “library” of provisions is available for additional
research.

The primary purpose of this data collection was to assess the utility of the model of dimensions,
indicators and measures interpretive supports access. The research found that provisions could
be identified which are relevant to and relate to each of the measures in the assessment lens.
While a full analysis awaits further research, a preliminary analysis of provisions reveals the
following highlights from this database, in relation to the five main indicators.

A. (Indicator 1.1) People with cognitive difficulties who experience barriers to
understanding enjoy a right to communication on an equal basis

= There are a large number of provisions which recognize a principle, purpose, or right to
communication without discrimination based on disability.
= This is likely the indicator most fully met by existing provisions.

B. (Indicator 2.1) Supports to address communication barriers include interpretive
supports

= A wide range of provisions recognize communication assistance to meet a test or
requirements of capacity to make legally valid decisions.

= Afew provisions recognize interpretive support directly, but this is rare. For example,
“interpretive assistance” is recognized in the Nova Scotia Adult Capacity and Decision-
Making Act, SNS 2017 c 4, s.3(s):

“ u

support” means, in relation to an adult’s capacity, such forms of support as may be
reasonably and practically available to assist the adult in making a decision, including
peer support, communication and interpretive assistance, individual planning,
coordination and referral for services and administrative assistance [...]”
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However, the majority of provisions regulating access to legal capacity and decision-
communication assistance/support nonetheless require a person be able to understand
information, appreciate consequences, and communicate a decision which others can
understand. These provisions would appear to pose significant barriers to people who
require interpretive support as we have defined that group in this research.

(Indicator 3.1) Arrangements can be made for appointing and recognizing interpretive
supporters as decision-making supporters

As with indicator 2.1, very few provisions provide for appointing people who could be
legally recognized as interpretive supporters to assist a person in making or guiding
decisions. New Brunswick’s recent Supported Decision-Making and Representation Act is
an exception. It provides that the court can make a “supported decision-making order”
appointing “decision-making supporters” to assist a person in making decisions through
a “supported decision making process” where a person “does not have the capacity to
make all the decisions that are likely to arise in relation to all or some of (i) their
personal care matters, (ii) their financial matters, or (iii) their personal care matters and
their financial matters.” > The Act defines a supported decision-making process in s.
27(1) as follows, recognizing the role of supporters in “ensuring that the decision is
guided by the supported person’s wishes and preferences”:

In making decisions with a supported person through a supported decision-making
process, a decision-making supporter shall

(a) discuss the relevant information and the reasonably foreseeable consequences of the
available options with the supported person in a manner that the supported person is
likely to best understand,

(b) assess the available options together with the supported person on the basis of the
supported person’s wishes and preferences, including those expressed by the supported
person at the time the options are discussed and those that are otherwise known to the
decision-making supporter, and

(c) ensure that the decision is guided by the supported person’s wishes and preferences.

. (Indicator 4.1) Third parties have a duty to accommodate persons in communicating
and exercising legal capacity using interpretive supports

While there are some limited explicit obligations to accommodate persons in
communication, the specific guidance is limited and does not reference interpretive
supports. For example, Yukon provides in the context of health care consent, that:

When seeking a person’s consent to care or deciding whether a person is incapable of
giving or refusing consent, a care provider

(a) must communicate with the person in a manner appropriate to the person’s

skills and abilities [...]. 1°
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Accommodating supporters in decision making appears as a principle in Manitoba’s The
Adults Living with an Intellectual Disability Act, but the statute does not fully articulate a
duty to accommodate:
Assisted decision making by an adult living with an intellectual disability with members
of their support network should be respected and recognized as an important means of
enhancing the adult's self-determination, independence and dignity.*’

Safeguards are in place to ensure that interpretive supporters provide valid
interpretations

Because so few provisions recognize interpretive support as communication assistance,
or to support a person in making decisions, and because there are very few explicit
provisions for accommodation in communication, there appears to be little guidance for
interpretive support to be drawn from existing statutory regimes.

There are a number of provisions that provide for adult protection for people who are
vulnerable and may not be able to have their decision making understood or supported.
A very few of these provisions recognize supports for people in these situations, but do
not specify interpretive supports.

In summary, there are many provisions which recognize and regulate communication
assistance, but very few that explicitly recognize interpretive supports. This lack of recognition
of the need for interpretive support, and the absence of provisions which assure access pose
significant barriers to one of the groups most vulnerable to not being heard or supported to
communicate and participate in decisions about their lives.
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Table 2 — Law and Policy Sources of Provisions Regulating Interpretive Supports

No Country Jurisdiction Source

1 Australia Federal Disability Discrimination Act 1992 (No. 135,
1992 (ammend. Act No 85, 2022)) -
Australia

2 Australia Federal Guardianship and Administration Act 2019
(State of Victoria, Australia)

3 Canada Alberta Adult Guardianship and Trusteeship Act, SA
2008, c. A-4.2

4 Canada Alberta Personal Directives Act, RSA 2000, c P-6

5 Canada Barrie (Municipal) Accessibility Procedure (City of Barrie) (HR-
AA-002-001)

6 Canada British Columbia Accessible British Columbia Act (Bill 6 - SBC
2021)

7 Canada British Columbia Health Care (Consent) and Care Facility
(Admission) Act

8 Canada British Columbia Power of Attorney Act

9 Canada British Columbia Representation Agreement Act

10 Canada British Columbia Representation Agreement Act (RSBC 1996,
c. 405)

11 Canada Federal Accessible Canada Act (S.C. 2019, c. 10)

12 Canada Federal Accessible design for self- service
interactive devices including automated
banking machines (CSA/ASC B651.2:22)

13 Canada Federal Accessible design for the built environment
(CSA/ASC B651:23)

14 Canada Federal Accessible Transportation for Persons with
Disabilities Regulations (SOR/2019-244)

15 Canada Federal Bank Act (S.C. 1991, c. 46)

16 Canada Federal Canada Business Corporations Act (R.S.C.,
1985, c. C-44)

17 Canada Federal Canada Evidence Act (R.S.C., 1985, c. C-5)

18 Canada Federal Canada Not-for-profit Corporations Act (S.C.
2009, c. 23)

19 Canada Federal Canada Pension Plan Regulations (C.R.C,, c.
385)

20 Canada Federal Canadian Aviation Security Regulations
(SOR/2011-318)

21 Canada Federal Canadian Human Rights Act (R.S.C., 1985, c.
H-6)
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No Country Jurisdiction Source
22 Canada Federal Charter of Rights and Freedoms
(Constitution Act, 1982, Part 1)
23 Canada Federal Immigration and Refugee Protection Act
(S.C. 2001, c. 27)
24 Canada Federal Immigration and Refugee Protection
Regulations, SOR/2002-27
25 Canada Federal Income Tax Act (R.S.C., 1985, c. 1)
26 Canada Federal Indian Act (R.S.C., 1985, c. I-5)
27 Canada Halifax (Municipal) Accessibility Strategy (Halifax Regional
Municipality) (45017)
28 Canada Manitoba Customer Service Standard Regulation
(AMA) (171/2015)
29 Canada Manitoba The Accessibility for Manitobans Act
(C.C.S.M. c. Al1.7)
30 Canada Manitoba THE ADULTS LIVING WITH AN
INTELLECTUAL DISABILITY ACT, C.C.5.M. c.
A6.1
31 Canada Manitoba The Powers of Attorney Act, C.C.S.M. c. P97
32 Canada New Brunswick Enduring Powers of Attorney Act, SNB 2019,
c. 30
33 Canada New Brunswick Family Services Act - Adult Protection
Provisions, Part lll, s. 34-42
34 Canada New Brunswick Mental Health Act, RSNB
35 Canada New Brunswick Supported Decision Making &
Representation Act, SNB 2022, c 60
36 Canada Newfoundland and Adult Protection Act
Labrador
37 Canada Newfoundland and Enduring Powers of Attorney Act
Labrador
38 Canada Newfoundland and Human Rights Act
Labrador
39 Canada Newfoundland and Judicature Act
Labrador
40 Canada Newfoundland and Mental Health Care and Treatment Act
Labrador
41 Canada Newfoundland and Mentally Disabled Persons’ Estates Act
Labrador
42 Canada Northwest Territories Guardianship and Trusteeship Act, SNWT
1994, c 29
43 Canada Northwest Territories Personal Directives Act, SNWT 2005, c 16
44 Canada Northwest Territories Powers of Attorney Act, SNWT 2001, c 15
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No Country Jurisdiction Source

45 Canada Nova Scotia Accessibility Act General Regulations (O.I.C.
2021-5, N.S. Reg. 3/2021)

46 Canada Nova Scotia Adult Capacity and Decision-Making Act,
SNS 2017 c4

47 Canada Nova Scotia Involuntary Psychiatric Treatment Act, SNS
2005, c 42

48 Canada Nova Scotia Personal Directives Act, SNS 2008, c 8

49 Canada Nova Scotia Powers of Attorney Act, RSNS 1989, c 352

50 Canada Nunavut Guardianship and Trusteeship Act, SNWT
(Nu) 1994, c 29

51 Canada Nunavut Powers of Attorney Act, S. Nu 2005 c 9

52 Canada Ontario Accessibility for Ontarians with Disabilities
Act, 2005 (S.0. 2005, c.11)

53 Canada Ontario Health Care Consent Act,1996 (S.0. 1996, c.
2, Sched. A)

54 Canada Ontario Integrated Accessibility Standards (AODA)
(0. Reg. 191/11)

55 Canada Ontario Services and Supports to Promote the Social
Inclusion of Persons with Developmental
Disabilities Act, 2008, (SO 2008, c 14)

56 Canada Ontario Substitute Decisions Act, 1992 (S.0. 1992, c.
30)

57 Canada Prince Edward Island Adult Protection Act, RSPEI 1988, c A-5

58 Canada Prince Edward Island Consent to Treatment and Health Care
Directives Act, RSPEI 1988, c C-17.2

59 Canada Prince Edward Island Mental Health Act, RSPEI 1988, c M-6.1

60 Canada Prince Edward Island Powers of Attorney Act, RSPEI 1988, c P-16

61 Canada Prince Edward Island Public Trustee Act

62 Canada Quebec Civil Code of Quebec

63 Canada Saskatchewan Mental Health Services Act, SS 1984-85-86,
cM-13.1

64 Canada Saskatchewan Powers of Attorney Act, SS 2002, c P-20.3

65 Canada Saskatchewan Public Guardian and Trustee Act

66 Canada Saskatchewan The Adult Guardianship and Co-decision-
making Act, S.S. 2000, c A-5.3

67 Canada Saskatchewan The Health Care Directives and Substitute
Health Care Decision-Makers Act, 2015, SS
2015, c H-0.002

68 Canada Toronto (Municipal) City of Toronto Accessibility Design

Guidelines (TADG v.2021)
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No Country Jurisdiction Source

69 Canada Winnipeg (Municipal) 2015 City of Winnipeg Accessibility Design
Standard (Third Edition)

70 Canada Yukon Adult Protection and Decision Making Act
(SY 2003, c. 21)

71 Canada Yukon Adult Protection and Decision Making Act,
SY 2003, c 21, Sch A

72 Canada Yukon Care Consent Act, SY 2003, c 21, Sch B

73 Canada Yukon Enduring Power of Attorney Act, RSY 2002,
c73

74 Canada Yukon Guidelines for conducting incapability
assessments for the purpose of
guardianship applications

75 International | European Union Assisted Decision-Making (Capacity) Act
2015 (Republic of Ireland)

76 International | European Union Directive (EU) of the European Parliament
on the accessibility of the websites and
mobile applications of public sector bodies
(EU/2016/2102)

77 International | European Union European Accessibility Act - Directive of the
EU Parl. & EU Council on the accessibility
requirements for products and services
(EU/2019/882)

78 International | European Union European Commission - Union of Equality:
Strategy for the Rights of Persons with
Disabilities 2021-2030 (3.3.2021 -
COM(2021) 101 final)

79 International | International Standards | GUIDE 71: Guide for addressing accessiblity

Organization in standards (ISO/IEC GUIDE 71:2014(E))

80 International | United Nations Convention on the Rights of Persons with
Disabilities and Optional Protocol (UNGA
2006) (A/RES/61/106)

81 International | United Nations Standard Rules on the Equalization of
Opportunities for Persons with Disabilities
(UNGA 1993) ()

82 UK Federal Equality Act 2010 (2010 (c. 15))

83 us Federal Airline Passengers with Disabilities - Bill of
Rights (July 2022 Ed (DOT))

84 us Federal Americans with Disabilities Act of 1990, as

Amended (Title 42, c. 126)
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VI. Preliminary Framework for Guidance for Providers of Interpretive
Supports

In addition to developing a framework for guidance to entities, the research also set out to
develop a framework for guidance to providers of interpretive supports. The development of
this framework was informed by the conceptual development — including literature review on
the nature, practice, and provision of interpretive supports —and by the video research of the
three subjects, as discussed in the overview of the research. The video research approach was
developed through this research and a guide was created for others who may be interested in
this approach, titled “Interpretive Support in Practice: A Guide to Documentary Video
Research.”

This section presents an overview of the approach to “tagging” in the video research which
helped to generate the framework of interpretive support in practice, drawing on the three
participants with significant intellectual and communication disabilities, and their supporters. It
is followed by the preliminary framework for guidance in interpretive support practice which is
based on the research.

A. Review of Video Research

Through the course of analyzing the three videos, we adopted a method of “iterative tagging”
to generate a set of codes for use in analyzing the interpretive support practice being
documented. Starting points and approach to this process are discussed below.

1. Terminology

We have two different kinds of video, which we refer to as “first-order video” and “meta-
video.” Both videos feature what we refer to as “hermeneutic communities” or “interpretive
communities” at work in the process of providing interpretive support. Each hermeneutic
community features both a “principal,” which in each case is a person living with cognitive
and/or communicative disability/disabilities, and “interpretive supporters.” The videos also
feature members of the research team.

In the first-order videos we see the hermeneutic communities at work in everyday hermeneutic
activities, albeit inevitably disrupted to a greater or lesser extent by the presence of the
research team and its (sometimes fascinating!) equipment.

In the meta-videos we see the hermeneutic communities reviewing and commenting on an
edited cut of the first-order videos, as discussed in the methodology and guide for video
research developed through this project. A “gerundive tag” is a word or expression used to
characterize an activity. A gerund is an “-ing” word, functioning as a nominalized form of a
verb. Example: refusing an offer.
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2. The Aim of the Tagging Exercise

The purpose of the tagging exercise is to classify the hermeneutic/interpretive activity of the
supporters by associating a gerundive tag with every significant stretch of video. It is important
to emphasize that the tagging exercise focuses on the activities of the supporters, not the
activities of the principal. In our own work on the videos, and in piloting and refining the tags,
we found that we needed to remind ourselves of this point. It is only natural in viewing the
videos to reflect on what the principal is doing and what that might mean. But the research
purpose here is to study the hermeneutic work of the supporters. Only the acts of the
interpretive supporters are to be tagged.

Concretely, this means picking out (more-or-less) discrete units of hermeneutic activity by the
supporter for the purpose of applying a gerundive tag. We found that, as a rough rule of
thumb, discrete units of this kind had typical duration of ~10 (?) seconds and were typically
associated with verbalizations on the part of the supporters. Such verbalizations were in some
cases directed towards the principal, in other cases towards the others in the room, or perhaps
to no one in particular. The key thing is that they reflected or articulated interpretation of the
principal by a supporter.

In our work on the videos, we focused primarily on developing tags for the first-order videos.
The meta-videos provided essential ancillary information for our own work of understanding
what was going on in the first-order videos, but we do not envision tagging the meta-videos
themselves.

3. A Background Theory / Conceptual Framework

Inevitably, the tags we have developed are informed by a background theory and conceptual
framework for making sense of what is going on in the videos.

At the core of that background theory / conceptual framework is a broadly “Speech Act”
approach to language. That is, in considering any particular use of language, our ultimate focus
is on what is being done in that use of language, rather than on the meaning of what is said.
Needless to say, that does not mean that we ignore the meaning of what is being said. But in
each instance the question we are asking ourselves is: What is the speaker doing here? This
approach to language can be extended to non-verbal behaviour, but in our pilot tagging we
used it principally with respect to explicit verbal speech acts on the part of the supporters.

One conceptual tool in adopting such a speech act approach is JL Austin’s concept of “an
illocutionary act.” Examples of illocutionary acts would be such things as “asking a question”
or “making a proposal,” “soliciting information.”

A second component of our background theory / conceptual scheme involves a distinction
between the object and the content of what is being said. If | tell you that the cat is on the
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mat, then the object of my declaration is the cat. (That is, the cat is what | am referring to in
making that declaration.) The content of what | am telling you is that the cat is on the mat.

Sometimes (as in this toy example), the object of a speech act is itself a concrete particular
object (the cat!). But the object of a speech act can also be a state of affairs. If | tell you that |
am very upset that the cat is on the mat, the object of my declaration is the fact (or state of
affairs) that the cat is on the mat. The content of my declaration is that | am very upset about
that state of affairs.

We draw attention to this distinction between object or state of affairs (on the one hand) and
content (on the other) in part because it is fundamental to the theory of language with which
informs our proposed tags, but also because it sometimes becomes relevant in challenging
hermeneutic situations. In particular, an interpreter might sometimes have a clear
understanding of the object of the principal’s speech act (i.e., what it is that they are
communicating about) while remaining unclear about the content of the principal’s speech act
(what they are communicating about that object of state of affairs). The reverse can also be
true.

Two examples in support of the foregoing point. (1) It might be clear to the supporter that the
principal is communicating something about the cat (object) while remaining unclear what it is
that the principal is communicating about the cat (content). Alternatively, (2) it might be clear
that the principal is expressing discontent about something (content), while remaining unclear
what it is that the discontent is about (object).

Our tags are informed by an abstract schema of four different phases of interpretation of the
behaviour of the principals. Phase 1 involves the thought that the principal is trying to
communicate. Phase 2 involves the thought that the principal is engaged in a particular
illocutionary act or communicative function (e.g., requesting, protesting, expressing approval,
providing information, etc.). Phase 3 involves identification of the object concerning which the
principal is communicating. Phase 4 involves identification of the content of the
communication.

It is important to be clear that these four phases need not be temporally discrete. If they are
temporally discrete then they need not occur in that order. It is often clear “all in a flash” (so to
speak) that person is communicating, is protesting, is protesting about the cat, and in particular
about the fact that the cat is on my mat again! But we found this fourfold distinction useful
nonetheless as an analytical tool.

Our tags draw a distinction among (i) want or desire; (ii) preference; (iii) will. Start with the
middle term. The concept of a preference is an ordering or ranking notion. A preference
always involves a comparison between two (or more) things or states of affairs. | would prefer
to watch video A rather than video B. | would prefer to stay home rather than to go out. The
concept of a want or desire is not explicitly comparative. | want something to eat. We reserve
the (legally significant) concept of will for use in circumstances which involve an up-or-down
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response to an offer, plan or proposal. Do you want to go out? No. Will you go swimming
with me? Yes, | will.

4. Primary, Secondary and Tertiary Tags

We have divided our proposed tags into primary, secondary and tertiary tags. The primary tags
provide broad categories, which are then refined and specified at the secondary and tertiary
levels. We envision that, wherever possible, stretches of video will be tagged with tertiary tags,
but there may be circumstances where only higher level tags can be applied. We are alive to
the fact that there may be particular stretches of video to which multiple tags may be applied.

5. Inviting Iteration/Remainders

By the nature of the enterprise, no system of tags is ever final and complete for the task of
iterative tagging. In applying the system of tags, we found it useful to keep a “remainder list”
of hermeneutically significant acts on the part of the supporters for which none of our tags
seemed to apply. We then used this remainder list to inform the next iteration of tag-
generation.

B. Preliminary Framework for Guidance for Providers of Interpretive Supports

Table 3 presents the framework for guidance of interpretive support based on review of the
literature and analysis of video research. It includes 7 stages of the interpretive supports
process:

Soliciting/inviting communication with the person

Identifying/Discerning Communicative Intent

Identifying/Discerning Communicative Function (lllocutionary Act)
Identifying/Discerning the Object of State of Affairs [about which P is trying to
communicate]

5. ldentifying/Discerning what P is Communicating [about the object or state of affairs]
6. Taking executive action

7. Reflecting on interpretive practices to strengthen validity of interpretations.

P wnNe

Steps associated with each of these stages are presented in the table below, to provide a
preliminary framework for guiding interpretive supporters in their practice.
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Table 3 — Stages and Steps in the Interpretive Support Process
Stages in the interpretive support process
1. Soliciting/Inviting Communication

2. Identifying/Discerning
Communicative Intent

3. Identifying/Discerning
Communicative Function
(Nlocutionary Act)

4. Identifying/Discerning the Object of State of Affairs
[about which P is trying to communicate]

Steps to take at each stage

1a Soliciting/Inviting Consent to a plan or proposal

2a Asking/Wondering whether P is trying to communicate.

2b Hypothesizing that P is trying to communicate.

2c  Affirming that P is trying to communicate.

2d Withdrawing/Revising hypothesis that P is trying to communicate.

3a Asking/Wondering what P's communicative function is [e.g.,
requesting, approving, asking, sharing information].

3b Hypothesizing what P's communicative function is.

3c  Affirming what P's communicative function is.

3d Withdrawing/Revising hypothesis that P's communicative function
(illocutionary act) is one thing and not another.

4a Asking/Wondering what the object or state of affairs is about which
P is trying to communicate.

4b hypothesizing that X is the object or state of affairs about which P is
trying to communicate.

4c  Affirming that X is the object or state of affairs about which P is
trying to communicate.

4d  Withdrawing/Revising hypothesis that X is the object or state of
affairs about which P is trying to communicate.
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5. ldentifying/Discerning what P is Communicating
[about the object or state of affairs]

6. Taking executive action

7. Reflecting on interpretive practices to
strengthen validity of interpretations

5a Asking/Wondering what P is trying to communicate about the
object or state of affairs

5b hypothesizing that Y is what P is trying to communicate about the
object or state of affairs

5¢  Affirming that Y is what P is trying to communicate about the object
or state of affairs

5d Withdrawing/Revising hypothesis that Y is what P is trying to
communicate about the object or state of affairs

6a Taking steps needed to give effect to the state of affairs P is
affirming

7a Supporters review ascriptions, hypothesis, and affirmations in light
of new information, and adjust interpretations and executive actions
accordingly.
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VII. Proposed Directions for Research and Development

Building on this research and the preliminary guidance developed, suggested next steps for
research and development are:

1. Detailed analysis of law and policy provisions

The database provides a rich dataset of provisions to be further assessed to systematically
examine the extent to which the existing 450 provisions meet the measures in the data model
for assessment.

2. Jurisdiction-level assessments

These could be undertaken to provide an assessment of promising provisions and key gaps in
the regulatory regime for interpretive supports in a specific jurisdiction to help guide law and
policy development to assure access to needed interpretive supports.

3. Development of an accessibility standard on interpretive supports

This could be either a stand-alone standard or ideally specified and detailed sufficiently as part
of a broader standard for communication access — based on the conceptual development, the
analysis of law and policy provisions, and the framework for provision and practice of
interpretive supports.

4. Further development of guidance for interpretive supports practice and provision

This would be based on the preliminary framework for guidance developed through this
research. As an emerging area of law, policy, and practice, further work is needed to validate
this framework. That said, the extensive research undertaken in its development provides a
robust starting point for this next phase of development.

5. Considering Al applications

There is significant scope for Artificial Intelligence (Al) applications to grow the body of research
on interpretive support and to assist in validating a person’s unique forms of gestural and vocal
expression as the basis for guiding interpretive supporters. Al has made significant strides in
interpreting visual data, particularly in recognizing gestures and interactions, which is crucial for
enhancing communication with individuals who have significant disabilities and cognitive or
communicative limitations. Being able to tag these gestures and expressions, as was developed
through the course of the video research discussed above, is the basis for developing the
datasets for Al on an individual basis. These could then be used to validate the unique
communication systems of people with significant intellectual, cognitive and communication
disabilities.

Al models are trained to identify specific gestures through image and video analysis. For
instance, a system may detect a hand wave or a nod, which can then be tagged to be
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interpreted as a greeting or agreement. Al can also analyze facial cues to determine emotional
states, aiding in understanding non-verbal communication. Combining visual data with other
inputs, such as vocal sounds, speech, or environmental context, allows Al to interpret complex
interactions more accurately.

There are challenges with the technology which must be addressed, i.e., ensuring Al systems
accurately interpret a diverse range of gestures and expressions across different individuals. As
well, it will be important to address privacy concerns and ensuring data is used responsibly
when dealing with this vulnerable population.

Nonetheless, Al's ability to tag and interpret visual data holds significant promise for enhancing
communication and interaction for individuals with significant disabilities. Ongoing research
and development are crucial to address existing challenges and fully realize the potential of
these technologies.

6. Expanding the documentary video research and creating a video data bank

The documentary video research and the methodology developed for the research through this
study demonstrates its immense potential to reveal, demonstrate and validate interpretive
support practice. Ideally, a databank of video research is created to demonstrate interpretive
support practice across a wide diversity of populations and contexts, and also to grow the
datasets for potential analysis through Al applications. Of course, this would be pending
working out the privacy and safeguarding concerns as identified above.

7. Provide for survey data on interpretive supports

It is clear that with the increase in the population of significant cognitive disabilities with the
aging of the population, the need for interpretive supports is expected to grow. Statistics
Canada’s Canadian Survey on Disability is not adequately capturing the need for and provision
of communication supports, including interpretive supports. Consideration should be given to
incorporating survey questions to gather data on the provision and impact of these supports, to
better inform needed for policy and practice development.
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CONCLUSION

This research aimed to conceptualize a form of communication support — interpretive supports
— which has not been fully developed as an area for identifying and removing accessibility
barriers. With this accomplished, the research explored the growing need for interpretive
supports and the strong basis for a policy goal for assured access to interpretive supports which
can guide future law and policy development. The preliminary research found extensive gaps in
fully recognizing interpretive supports and ensuring access to them as required. A number of
safeguarding issues were pointed to. Through research, preliminary frameworks for guidance
on ensuring access to interpretive supports were developed for entities developing and subject
to regulatory frameworks, and for providers of interpretive supports.

A primary contribution of the research is the development of a database application for
gathering, storing, and analyzing provisions regulating legal capacity, structured on the five
dimensions of the conceptual framework for interpretive supports which the research has
proven to be useful in revealing the regime regulating access to interpretive supports. The
“Policy Regimes Inclusion and Accessibility Assessment” digital platform provides for online
collaboration among researchers. As a result of the research, the “Interpretive Supports Access
Lens” database now holds 84 sources of law and policy from all federal and provincial/territorial
jurisdictions, as well as select municipal and international jurisdictions. With over 80 sources of
law and policy and 450 law and policy provisions, this is a rich dataset for further analysis.

As well, the detailed analysis of video research conducted through this study, which documents
the practice of interpretive support “in action,” provides a methodology for further video
research of this nature. It has generated a rich framework for understanding, sharing, and
evaluating the practice of interpretive support, which would be further elaborated and
expanded through additional research.

The study proposes future research and development initiatives to build on the frameworks
developed through this project, including further analysis of law and policy provisions
regulating access to interpretive supports; jurisdiction-level assessments of law and policy
regimes to provide a basis for law and policy development; development of an accessibility
standard on interpretive supports; further development of guidance for interpretive supports
practice and provision; research on Al applications to grow the capacity for creating datasets of
unique individual communication systems; expanding the documentary video research and
creating a video data bank of interpretive support to help grow the understanding of
interpretive supports and how essential they are to ensure the rights of this population; and
developing survey data on need for and provision of interpretive supports.

Those at the centre of this study face among the most insurmountable barriers to full inclusion.
Recognizing interpretive supports as foundational in addressing communication barriers is an
essential step in ensuring they have the opportunity to exercise choice, power and control in
their lives, and to social and economic participation on an equal basis with others.

49



BIBLIOGRAPHY

Alston, Bruce. "Towards supported decision-making: Article 12 of the convention on the rights
of persons with disabilities and guardianship law reform." Law in Context 35, no. 2 (2017): 21-
43,

American Speech-Language-Hearing Association. (n.d.). Evidence-based practice (ebp).
American Speech-Language-Hearing Association. Retrieved September 19, 2021, from
https://www.asha.org/research/ebp/.

Arstein-Kerslake, Anna, Joanne Watson, Michelle Browning, Jonathan Martinis, and Peter
Blanck. "Future direction in supported decision making." Disability studies quartely37, no. 1
(2017).

Bach, Michael, and Lana Kerzner. A new paradigm for protecting autonomy and the right to
legal capacity. Law Commission of Ontario, 2014.

Banner, Natalie F., and George Szmukler. "‘Radical Interpretation’and the Assessment of
Decision-Making Capacity." Journal of Applied Philosophy 30, no. 4 (2013): 379-394.

Beukelman, D. R., &amp; Light, J. C. (2020). Augmentative & alternative communication:
Supporting children and adults with complex communication needs. Paul H. Brookes Publishing
Co., Inc.

Boxall, Kathy, and Sue Ralph. "Research ethics and the use of visual images in research with
people with intellectual disability." Journal of Intellectual and Developmental Disability 34, no. 1
(2009): 45-54.

Brandenburg, Caitlin, Linda Worrall, Amy D. Rodriguez, and David Copland. "Mobile computing
technology and aphasia: An integrated review of accessibility and potential
uses." Aphasiology 27, no. 4 (2013): 444-461.

50


https://www.asha.org/research/ebp/

Carney, A. O. "Combating Elder Abuse: Any role for supported-decision-making, adult
guardianship or other laws?." Terry Carney, ‘Combating Elder Abuse: Any role for supported-
decision-making, adult guardianship or other laws (2021): 265-287.

Collier, B. (n.d.). Communication Supports in Exercising Capacity and Autonomy.
Communication Disabilities Access Canada. Retrieved September 19, 2021, from
https://www.cdacanada.com/.

Dalton, Caroline, and John Sweeney. "Communication supports in residential services for
people with an intellectual disability." British Journal of Learning Disabilities 41, no. 1 (2013):
22-30.

Davidson, Gavin, Berni Kelly, Geraldine Macdonald, Maria Rizzo, Louise Lombard, Oluwaseye
Abogunrin, Victoria Clift-Matthews, and Alison Martin. "Supported decision making: a review of
the international literature." International Journal of Law and Psychiatry 38 (2015): 61-67.

Devi, Nandini, Jerome Bickenbach, and Gerold Stucki. "Moving towards substituted or
supported decision-making? Article 12 of the Convention on the Rights of Persons with
Disabilities." Alter 5, no. 4 (2011): 249-264.

Dinerstein, Robert. "Implementing legal capacity under article 12 of the UN convention on the
rights of persons with disabilities: the difficult road from guardianship to supported decision-
making." (2012).

Elman, Roberta J. "Ethical responsibilities to adults with communication impairments involved
in group therapy." In Seminars in Speech and Language, vol. 41, no. 03, pp. 241-248. Thieme
Medical Publishers, 2020.

Flynn, Eiliondir, and Anna Arstein-Kerslake. "The support model of legal capacity: fact, fiction, or
fantasy." Berkeley J. Int'I L. 32 (2014): 124.

Fried-Oken, Melanie, Aimee Mooney, and Betts Peters. "Supporting communication for
patients with neurodegenerative disease." NeuroRehabilitation 37, no. 1 (2015): 69-87.

51


https://www.cdacanada.com/

Glen, Kristin Booth. "Supported Decision Making From Theory To Practice: Further Reflections
On An Intentional Pilot Project." Albany Government Law Review 13, no. 1 (2020): 24018.

Glen, Kristin Booth. "Supported decision-making and the human right of legal
capacity." Inclusion 3, no. 1 (2015): 2-16.

Gooding, Piers. "Supported decision-making: a rights-based disability concept and its
implications for mental health law." Psychiatry, Psychology and Law 20, no. 3 (2013): 431-451.

Hagopian, Louis P., Ethan S. Long, and Karena S. Rush. "Preference assessment procedures for
individuals with developmental disabilities." Behavior Modification 28, no. 5 (2004): 668-677.

Hasselkus, Amy, and Andrea Deedee Moxley. "Communicating With Patients and Families
During COVID-19." Perspectives of the ASHA Special Interest Groups 6, no. 4 (2021): 924-932.

Hodgkin, Chandler. "Improving Access to Communication for Adults with Aphasia using Aphasia-
Friendly Tools."

lacono, Teresa, Emma Bould, Julie Beadle-Brown, and Christine Bigby. "An exploration of
communication within active support for adults with high and low support needs." Journal of
Applied Research in Intellectual Disabilities 32, no. 1 (2019): 61-70.

Johnson, Hilary, Jo Watson, Teresa lacono, Karen Bloomberg, and Denise West. "Assessing
communication in people with severe-profound disabilities: Co-constructing
competence." Journal of clinical practice in speech-language pathology 14, no. 2 (2012): 64-68.

Josephine Clayton et al. "“A Real Bucket of Worms”: Views of People Living with Dementia and
Family Members on Supported Decision-Making." Journal of bioethical inquiry 16, no. 4 (2019):
587-608.

52



King, Julia M., and Nina Simmons-Mackie. "Communication supports and best practices." Topics
in Language Disorders37, no. 4 (2017): 348-360.

Klein, Chris. "Communication and developing relationships for people who use augmentative
and alternative communication." Assistive Technology Outcomes & Benefits 11, no. 1 (2017):
58-65.

Knollman-Porter, Kelly, Sarah E. Wallace, Karen Hux, Jessica Brown, and Candace Long.
"Reading experiences and use of supports by people with chronic aphasia." Aphasiology 29, no.
12 (2015): 1448-1472.

Knox, Lucy, Jacinta M. Douglas, and Christine Bigby. "“l won't be around forever”:
Understanding the decision-making experiences of adults with severe TBI and their
parents." Neuropsychological rehabilitation 26, no. 2 (2016): 236-260.

Knox, Lucy, Jacinta M. Douglas, and Christine Bigby. "Becoming a decision-making supporter for
someone with acquired cognitive disability following traumatic brain injury." Research and
Practice in Intellectual and Developmental Disabilities 3, no. 1 (2016): 12-21.

Koch Fager, Susan, Melanie Fried-Oken, Tom Jakobs, and David R. Beukelman. "New and
emerging access technologies for adults with complex communication needs and severe motor
impairments: State of the science." Augmentative and Alternative Communication 35, no. 1
(2019): 13-25.

Largent, Emily A., and Andrew Peterson. "Supported decision-making in the United States and
abroad." J. Health Care L. & Pol'y 23 (2020): 271.

Light, Janice, and David McNaughton. "Putting people first: Re-thinking the role of technology
in augmentative and alternative communication intervention." Augmentative and Alternative
Communication 29, no. 4 (2013): 299-309.

53



Light, Janice, David McNaughton, David Beukelman, Susan Koch Fager, Melanie Fried-Oken,
Thomas Jakobs, and Erik Jakobs. "Challenges and opportunities in augmentative and alternative
communication: Research and technology development to enhance communication and
participation for individuals with complex communication needs." Augmentative and
Alternative Communication 35, no. 1 (2019): 1-12.

Martinez-Pujalte, Antonio. "Legal capacity and supported decision-making: Lessons from some
recent legal reforms." Laws 8, no. 1 (2019): 4.

Mietola, Reetta, Sonja Miettinen, and Simo Vehmas. "Voiceless subjects? Research ethics and
persons with profound intellectual disabilities." International Journal of Social Research
Methodology?20, no. 3 (2017): 263-274.

Minkowitz, Tina. "Abolishing mental health laws to comply with the Convention on the Rights of
Persons with Disabilities." Rethinking rights-based mental health laws(2010): 151-177.

Pathare, S. and Shields, L.S., 2012. Supported decision-making for persons with mental illness: A
review. Public Health Reviews, 34(2), p.15.

Pearl, Alex L. "Article 12 of the United Nations Convention on the Rights of Persons with
Disabilities and the legal capacity of disabled people: the way forward." Leeds Journal of Law
and Criminology 1, no. 1 (2013).

Series, Lucy, and Anna Nilsson. Article 12 CRPD: Equal recognition before the law. Oxford
University Press, 2018.

Simmons-Mackie, N., King, J.M. and Beukelman, D.R. eds., 2013. Supporting communication for
adults with acute and chronic aphasia. Paul H. Brookes Pub.

Simmons, Ben, and Debbie Watson. "From individualism to co-construction and back again:
Rethinking research methodology for children with profound and multiple learning
disabilities." Child Care in Practice 21, no. 1 (2015): 50-66.

54



Simmons, M. B., and Piers M. Gooding. "Spot the difference: shared decision-making and
supported decision-making in mental health." Irish Journal of Psychological Medicine 34, no. 4
(2017): 275-286.

Sinclair, Craig, Kate Gersbach, Michelle Hogan, Meredith Blake, Romola Bucks, Kirsten Auret,
Josephine Clayton et al. “A Real Bucket of Worms”: Views of People Living with Dementia and
Family Members on Supported Decision-Making." Journal of bioethical inquiry 16, no. 4 (2019):
587-608.

Solarsh, Barbara, and Hilary Johnson. "Developing communication access standards to
maximize community inclusion for people with communication support needs." Topics in
Language Disorders 37, no. 1 (2017): 52-66.

Thomson, Greg. “What Are Communication Supports?” Accessibility for Ontarians with
Disabilities Act (AODA), October 31, 2018. https://www.aoda.ca/what-are-communication-

supports/.

Thomson, Kendra M., Diana Czarnecki, Toby L. Martin, C. T. Yu, and Garry L. Martin. "Predicting
optimal preference assessment methods for individuals with developmental
disabilities." Education and training in developmental disabilities 42, no. 1 (2007): 107.

Trembath, David, Teresa lacono, Katie Lyon, Denise West, and Hilary Johnson. "Augmentative
and alternative communication supports for adults with autism spectrum disorders." Autism 18,
no. 8 (2014): 891-902.

Watson, Joanne, Hille Voss, and Melissa J. Bloomer. "Placing the preferences of people with
profound intellectual and multiple disabilities at the center of end-of-life decision making
through Storytelling." Research and Practice for Persons with Severe Disabilities 44, no. 4
(2019): 267-279.

55


https://www.aoda.ca/what-are-communication-supports/
https://www.aoda.ca/what-are-communication-supports/

Watson, Joanne. "Assumptions of decision-making capacity: The role supporter attitudes play in
the realisation of article 12 for people with severe or profound intellectual disability." laws 5,
no. 1(2016): 6.

Watson, Joanne. "The right to supported decision-making for people rarely heard." Deakin
University: Melbourne, VIC, Australia (2016).

Wiesel, llan, Elizabeth Smith, Christine Bigby, Shih-Ning Then, Jacinta Douglas, and Terry
Carney. "The temporalities of supported decision-making by people with cognitive
disability." Social & Cultural Geography (2020): 1-19.

Wilson, Kaitlyn P., Alexis Kaminski-Mainardi, Julia Tenbus, and Christina N. Marsack-Topolewski.
"Social communication supports and services for adults with ASD: parents’ perceptions of
barriers and needs." Journal of Family Social Work 24, no. 2 (2021): 98-117.

56



ENDNOTES

L UN Committee on the Rights of Persons with Disabilities, General Comment No.1 — Article 12: Equal Recognition
Before the Law, UN Doc. No. CRPD/C/GC/1 (April 2014), online: https://documents-dds-
ny.un.org/doc/UNDOC/GEN/G14/031/20/PDF/G1403120.pdf?OpenElement, para. 21.

2 See Communication Disabilities Access Canada, “Communication Barriers” (n.d.), online:
https://www.cdacanada.com/resources/communication-disabilities/communication-barriers/.

3 Ontario, Accessibility for Ontarians With Disabilities Act, 2005, SO 2005, ¢ 11, online: http://canlii.ca/t/52pzh.

4 See Greg Thompson, “What are communication supports?” (2018), Accessibility for Ontarians with Disabilities
Act, online: https://www.aoda.ca/what-are-communication-supports/.

5 See Communication Disabilities Access Canada, “Communication Intermediaries” (n.d.), online:
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-
intermediaries/.

6 See, for example, Bruno Molder, Mind Ascribed: An elaboration and defence of interpretivism (Amsterdam: John
Benjamin’s Publishing Co., 2010).

7 See, for example, S. Donaldson and W. Kymlicka, “Rethinking Membership and Participation in an Inclusive
Democracy: Cognitive Disability, Children, Animals, in B. Arneil and N. Hirschmann, N. (Eds.), Disability and Political
Theory. Cambridge: Cambridge University Press, 2016).

8 p.J. May and A.E. Jochim, “Policy regime perspectives: Policies, politics, and governing,” Policy Studies

Journal, 41(3) (2013), 426452, at 428.

% For example, a study of the homeland security policy regime in the U.S. assessed various subsystems including
policies in domestic security, food security, emergency preparedness, transportation safety, border protection,
information security, and public health emergencies, see P.J. May, A.E. Jochim, and J. Sapotichne, “Constructing
Homeland Security: An Anemic Policy Regime,” Policy Studies Journal, 39(2) (2011), 285-307.

10 B, Collier, D. McGhie-Richmond, and H. Self, “Exploring communication assistants as an option for increasing
communication access to communities for people who use augmentative communication” (2010 March)
Augmentative and Alternative Communication, 26(1): 48-59.

11 See Communication Disabilities Access Canada, “Communication Intermediaries” (n.d.), online:
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-
intermediaries/.

12 5ee, for example, Bruno Molder, Mind Ascribed: An elaboration and defence of interpretivism (Amsterdam: John
Benjamin’s Publishing Co., 2010).

13 UN Committee on the Rights of Persons with Disabilities, note 15, at para 21.

14 See Canadian Association for Community Living, “Response to Draft General Comment No. 1 on Article 12, UN
Committee on the Rights of Persons with Disabilities” (Toronto: 2014), online:
https://www.ohchr.org/EN/HRBodies/CRPD/Pages/DGCArticles12And9.aspx.

15 Supported Decision-Making and Representation Act, SNB 2022, ¢ 60, s. 20(1)(b).

16 Care Consent Act, SY 2003, c 21, Sch B, s. 7.

17 The Adults Living with an Intellectual Disability Act, C.C.S.M. c. A6.1, 6(2).

57


https://documents-dds-ny.un.org/doc/UNDOC/GEN/G14/031/20/PDF/G1403120.pdf?OpenElement
https://documents-dds-ny.un.org/doc/UNDOC/GEN/G14/031/20/PDF/G1403120.pdf?OpenElement
https://www.cdacanada.com/resources/communication-disabilities/communication-barriers/
http://canlii.ca/t/52pzh
https://www.aoda.ca/what-are-communication-supports/
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-intermediaries/
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-intermediaries/
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-intermediaries/
https://www.cdacanada.com/resources/access-to-justice-communication-intermediaries/about/communication-intermediaries/
https://www.ohchr.org/EN/HRBodies/CRPD/Pages/DGCArticles12And9.aspx

	EXECUTIVE SUMMARY
	INTRODUCTION
	A. Context and Preliminary Concepts
	B. Research Objectives
	C. Structure of the Report

	I. RESEARCH FRAMEWORK AND METHODOLOGY
	A. Conceptual Framework
	1. Literature Review
	2. Case Law Review
	3. Video Research
	4. Focus Groups

	B. Access to Interpretive Supports as a Policy Goal
	C. The “Interpretive Supports Access Lens”
	D. Assessing Institutional Arrangements for Accessing Interpretive Supports
	E. Development of Guidance

	II. INTERPRETIVE SUPPORTS: WHAT ARE THEY AND WHO NEEDS THEM FOR DECISION MAKING?
	A. Defining Interpretive and Communication Supports in a Decision-Making Context
	B. Interpretive Support Methodologies
	1. Direct preference assessment
	2. Interpreting preference through storytelling
	3. Individualized communication profiles

	C. Gaps and Challenges in Accessing Needed Interpretive Supports – Case Law Review
	1. Recognition of cognitive limitations and barriers to understanding as communication disability
	2. Scope of recognized communication supports
	3. Arrangements for interpretive supports
	4. Duty to accommodate interpretive support in communication access
	5. Validity in interpretive supports

	D. Gaps and Challenges – Focus Group Findings
	1. Recognition of cognitive limitations and barriers to understanding as communication disability
	2. Scope of recognized communication supports
	3. Arrangements for interpretive supports
	4. Duty to accommodate interpretive support in communication access
	5. Validity in interpretive supports

	E. Summary of Interpretive Support Challenges – and the Principle of ‘Best Interpretation of Will and Preferences’
	F. Need for Interpretive Supports

	III. POLICY GOAL FOR ACCESS TO INTERPRETIVE SUPPORTS
	A. Accessible Canada Act
	B. UN Convention the Rights of Persons with Disabilities (CRPD)
	C. UN Committee on the Rights of Persons with Disabilities – “General Comment No. 1”

	IV.  FRAMEWORK FOR GUIDANCE ON LAW, POLICY AND PRACTICE FOR ENTITIES IN ENSURING ACCESS TO INTERPRETIVE SUPPORTS
	A. Interpretive Supports Access Lens
	B. Summary of Sources in Formulating the Lens

	V. OVERVIEW OF FINDINGS FROM ANALYSIS OF INSTITUTIONAL ARRANGEMENTS AND LEGAL PROVISIONS
	A. (Indicator 1.1) People with cognitive difficulties who experience barriers to understanding enjoy a right to communication on an equal basis
	B. (Indicator 2.1) Supports to address communication barriers include interpretive supports
	C. (Indicator 3.1) Arrangements can be made for appointing and recognizing interpretive supporters as decision-making supporters
	D. (Indicator 4.1) Third parties have a duty to accommodate persons in communicating and exercising legal capacity using interpretive supports
	E. Safeguards are in place to ensure that interpretive supporters provide valid interpretations

	VI. Preliminary Framework for Guidance for Providers of Interpretive Supports
	A. Review of Video Research
	1. Terminology
	2. The Aim of the Tagging Exercise
	3. A Background Theory / Conceptual Framework
	4. Primary, Secondary and Tertiary Tags
	5. Inviting Iteration/Remainders

	B. Preliminary Framework for Guidance for Providers of Interpretive Supports

	VII. Proposed Directions for Research and Development
	1. Detailed analysis of law and policy provisions
	2. Jurisdiction-level assessments
	3. Development of an accessibility standard on interpretive supports
	4. Further development of guidance for interpretive supports practice and provision
	5. Considering AI applications
	6. Expanding the documentary video research and creating a video data bank
	7. Provide for survey data on interpretive supports

	CONCLUSION
	BIBLIOGRAPHY
	ENDNOTES

