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ABSTRACT

Objective: The objectives of this article are, first, to document a unique process of research
knowledge translation (KT), which the authors describe as the creation of “ethical safe space,”
and, second, to document the narratives of forum participants and describe their interaction in a
dialogue about vulnerability, the authority of physicians, and the perspective of people with
disabilities on the policy.

Method: Narrative data from qualitative interviews with individual key informants and focus
groups were used to identify speakers with specific expertise on policy, disability perspectives,
and bioethical issues, who were invited to participate in the Forum on Ethical Safe Space. The
planning workgroup adopted a model for enabling representative participation in the public
forum designed to reduce the impact of physical, sensory, financial, language, and professional
status barriers. Using the transcripts and keynote speakers’ printed texts, primary themes and
patterns of interaction were identified reflecting the alternative perspectives. Through the
development of a workshop on ethical, legal, and disability-related implications of professional
policy guidelines developed by the College of Physicians and Surgeons of Manitoba, we provided
a qualitative analysis of the discourse involving experts and disability community members
supporting alternative positions on the impact of the policy statement, and discuss ethical,
legal, and disability rights issues identified in the public debate.

Results: Contested policy and ethical frameworks for making decisions about withdrawing
and withholding life supporting treatment may influence both the perspectives of palliative care
providers and patients referred to palliative care facilities. An innovative model for KT using a
public forum that enabled stakeholders with conflicting perspectives to engage with ethical and
professional policy issues asserting the physician’s authority in contested decisions involving
withdrawing or withholding life-supporting treatment, was a successful way to engage
stakeholders supporting alternative positions on the impact of the policy statement and to
discuss ethical, legal, and disability rights issues identified in the public debate.

Significance of results: Discussion during the forum revealed several benefits of creating
ethical safe space. This model of workshop allows space for participation of stakeholders, who
might not otherwise be able to interact in the same forum, to articulate their perspectives and
debate with other presenters and audience members. Participants at the forum spoke of the
creation of ethical safe space as a starting point for more dialogue on the issues raised by the
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policy statement. The forum was, therefore, seen as a potential starting point for building
conversation that would facilitate revising the policy with broader consultation on its legal and
ethical validity.

KEYWORDS: Ethical safe space, KT, treatment policy

INTRODUCTION

The intent of this article is twofold. The first purpose
is to document a unique process of research knowl-
edge translation (KT) (Rogers & Martin, 2009; Straus
et al., 2009), which the authors describe as the cre-
ation of “ethical safe space” (Ermine, 2007). The
second purpose of this article is to document the
narratives of forum participants and describe their
interaction in a dialogue about vulnerability, the
authority of physicians, and the perspective of people
with disabilities on the policy (Newell, 2006). The re-
search program that formed the basis for this KT
forum was focused on ethical issues and professional
policy guidelines that had an impact on decisions
about end-of- life care for persons with disabilities.
The research was conducted by investigators focusing
on ethical issues as part of the wider Vulnerable Per-
sons New Emerging Team Grant (VP-Net) (Stienstra
& Chochinov, 2006). The initial goal of the ethics
theme research was to collectively build an interdisci-
plinary framework for understanding the ethical con-
text of decision making from the perspectives of people
with longstanding disabilities and chronic illness, and
of the elderly who experience barriers in accessing
services, information, and community supports. The
“Ethical Safe Space” component within the cross-the-
matic collaboration has focused on ethical dimensions
of decision making, and the experiences of people
with disabilities, professional care providers, family
members, and others who facilitate decisions. The
researchers identified diverse, and sometimes con-
flicting, values and frameworks for advance care de-
cisions (Derksen & Chochinov, 2006).

The research program documented the perspec-
tives of stakeholders and spokespersons for advocacy
groups, who asserted diverse and often opposing per-
spectives on the validity and impact of a policy state-
ment asserting physicians’ authority in contested
decisions involving withholding or withdrawing
life-sustaining treatment.

The 1 day Forum on Ethical Safe Space was plan-
ned to provide a safe, inclusive, and accessible forum
that brought together a spectrum of individual stake-
holders, experts, and representatives of disability or-
ganizations to articulate their perspectives on
contested policy and contextual issues in ethical
treatment of persons with disabilities within a public
form that facilitated debate in a safe and enabling
environment. The goals were to present a balanced

spectrum of perspectives, identify areas of disagree-
ment, and establish areas for potential collaboration
in developing more flexible and mutually empowered
models for shared end-of- life decision making and
mediation in conflict situations. Forum topics selec-
ted by the planning work group included: (1) ethical
issues in decision making at the end of life, (2) an
overview of pan-Canadian case law and related ethi-
cal and legal issues impacting end-of-life treatment
choice (Sawatzky v. Riverview Health Centre Inc.,
1998), and (3) a national overview of provincial
health policies defining decision criteria for initiating
or withdrawing life-sustaining medical treatments.

Participant narratives were recorded for both de-
signated speakers and discussants in the mediated
open forum. These narratives are analyzed to engage
contemporary issues in end-of-life decision ethics, and
to identify alternative models for mediation involving
decision makers with conflicting perspectives. A sec-
ondary goal was to elicit from participants proposals
for developing more participatory models of end-of-
life decision making. This article documents the im-
pacts of using a community forum to define ethical
safe space for translating knowledge that is contested
by multiple stakeholder communities.

CONFLICTING PERSPECTIVES IN
MANITOBA ON WITHHOLDING OR
WITHDRAWING LIFE-SUSTAINING
TREATMENTS

The policy document that provided the center of the de-
bate at the public forum, is a policy statement devel-
oped by the College of Physicians and Surgeons of
Manitoba, which asserts the authority of the physician
in situations involving contested decisions to initiate or
discontinue life-sustaining treatment (College of Phys-
icians and Surgeons of Manitoba, 2008). The law in
Canada today has clearly established the principle
that a patient has the right to refuse or discontinue
medical treatment, notwithstanding that a physician
may believe treatment ought to be given or continued
(Rodriguez, 1993). However, the law is much less clear
on the issue of whether a physician has the right to
unilaterally refuse to treat a patient, notwithstanding
the wishes of either the patient or his or her family
(Golubchuk v. Salvation Army Grace General Hospital
and others, 2008). This ambiguity has been particu-
larly visible in Manitoba case law, and continues in
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the application of the policy statement (Child and
Family Services of Manitoba v. R.L., 1997).

In 2008, a revised draft of the policy statement was
released by the College of Physicians and Surgeons
of Manitoba on withholding and withdrawing life--
sustaining treatment. This statement was intended
to define a process and set standards and guidelines
for physicians to ensure consistency and transparency
in making end-of-life treatment decisions. Two par-
ticular aspects of the policy statement were at the cen-
ter of the policy debate. First, the policy asserts that in
contested decisions physicians may unilaterally with-
hold or withdraw treatment if they do not believe the
“minimum goals” of life-sustaining treatment can be
met. In the policy statement, the minimum goal of
such treatment is defined in terms of the patient’s ca-
pacity for (1) self-awareness, (2) awareness of their
own environment, and (3) ability to experience their
own existence. The criteria for eligibility for life-sup-
porting treatment defined in the policy statement
raised significant objections from both medical legal/
bioethics experts and individuals and organizations
representing the perspectives of people living with a
wide spectrum of disabilities and chronic illnesses in
the media and in law and bioethics literature
(Downie, 2008a; 2008b; Webster, 2008).

The development and distribution of the initial
draft was of the statement criticized by some members
of the bioethics/law and disability communities as
having been accomplished with very limited public
consultation. The subsequent release of the final draft
created an even greater public reaction, particularly
because the policy was interpreted by some stakehold-
ers as devaluing participation of acutely ill persons
and their families in contested treatment decisions.

The impact of the policy in asserting the authority
of the physician in decisions about treatment versus
non-treatment immediately identified conflicting in-
terpretations of care recipients and attending phys-
icians’ interpretations of the person’s current and
future “quality of life,” assessment of the efficacy or
“futility” of specific treatment interventions, and
risks of unilateral adoption of the statement’s defi-
nition of “minimal goals” for treatment.

To develop a public forum that would allow both
elaboration of the criteria and process defined by
the policy statement and, simultaneously, provide
space for a critical analysis by experts and commu-
nity stakeholders, the planners needed to identify
new ways of bringing the perspectives of both phys-
icians, medical legal experts and people with disabil-
ities into a public KT process. Our approach involved
development and evaluation of an accessible public
workshop offering balanced representation to a
wide spectrum of stakeholders within a cultural con-
text of “ethical safe space.”

ETHICAL SAFE SPACE

A key focus of the forum as a model for translation of
contested knowledge was the adoption of the concept
of “ethical space,” which Ermine developed to create
“the analogy of space between two entities. . .initially
conceptualized by the unwavering construction of
difference and diversity between human communi-
ties” (Ermine, 2007, p. 194). Ermine (2007) used
the idea of ethical space as a framework to encourage
the reconciliation of different world views. This space
is described as a “meeting place” or “venue” to “en-
gage” or to “step out of our allegiances, to detach
from the cages of our mental worlds and to assume
a position where human-to-human dialogue can oc-
cur” (Ermine, 2007, p. 202), moving to what Ermine
describes as a “partnership model” (Ermine, 2007,
p. 203) to create new ways of thinking. The experi-
ence of developing and documenting the impacts of
a public forum framed as ethical safe space is the fo-
cus of this article.

DISABILITY STUDIES PERSPECTIVES ON
THE ETHICS OF END-OF-LIFE DECISION
MAKING

Although the primary focus of Ermine’s (2007) work
is on the interplay between Indigenous and Western
perspectives, it is suggested here that his work is rel-
evant to our task of developing models of public ex-
change that may enable stakeholders to understand
and engage differences in the perspectives of people
with disabilities and health professionals in end-of-
life decision making. Ermine writes of “the brick
wall of a deeply embedded belief and practice of wes-
tern universality” (Ermine, 2007, p. 198). Parallel
barriers to those identified by Ermine impede com-
munication between persons with disability and
their care providers. These barriers to safe and
open communication can be influenced by deeply em-
bedded able-ist beliefs about disability. In these con-
structions, disability is cast, not simply as part of
human variation, but as “deviance from the norm,
as pathological condition, as deficit, and significantly,
as an individual burden and personal tragedy” (Lin-
ton, 1998, p. 11).

Experts from the field of disability studies assert
that professionalization and medicalization of dis-
ability have been to the detriment of all participants
in health communication and ethical decision mak-
ing (Oliver, 1998). Healthcare professionals and
clinical ethicists may not fully appreciate how mass
media, professional socialization, and popular
language use represent disability in terms of
negative quality of life, emphasis on limitations in
functional capacity, and perceived experience of
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suffering (Longmore, 2003). These representations of
disability may, therefore, negatively impact how the
quality of life of a person living with disability is
understood by both health professionals and the
general public (Kaufert et al., 2010). Specifically,
popular and professional representations of disabil-
ity may affect people with disabilities and their care
providers in crisis situations (Nantais & Kuczewski,
2004). For example, an intensive care specialist’s as-
sessment of “futility,” “effectiveness,” and the per-
ceived quality of life achieved through initiating or
continuing to provide mechanical ventilation, may
contrast dramatically with the perspective of long-
term users of portable ventilators who have lived in-
dependently in the community. In the intensive care
unit (ICU), a long-term ventilator user experiencing
acute respiratory insufficiency may not be able to di-
rectly communicate a decision to continue (or discon-
tinue) mechanical ventilation. In crisis situations,
the perspective of unconscious persons with long-
term respiratory disability may be less adequately
represented in their written advance directives, legal
designation of proxy decision makers, or their prior
conversations about life-preserving treatment op-
tions with their personal physicians (Kaufert &
Locker, 1990). In these crisis situations, limitations
in the attending physicians’ wider experience of
disability and exposure to community living adap-
tations to disability may have a profound impact on
their role in working with such a person to make in-
formed decisions about present and future treatment
(Gill, 2006).

The disability studies literature recognizes the im-
pact of the care provider in ethical decision making
and emphasizes the role of formal undergraduate
medical education and informal clinical socialization
of physicians caring for persons with disability in
community practice settings. The ethics theme of
VP-Net research documented the teaching approa-
ches and case materials engaging disability perspec-
tives in end-of-life ethics in the pre-clinical
curriculum of the University of Manitoba (Kaufert
et al., 2010). Our research documented the impact
of introducing medical students to an interdisciplin-
ary approach, combining the perspective of disability
studies and bioethics perspectives, which emphasi-
zes the social model of disability and involves persons
with disability as teachers.

METHOD

The perspectives of physicians, bioethicists, persons
with disabilities, and spokespersons for advocacy
groups and professional governing bodies were docu-
mented by VP-Net investigators (J. Kaufert,
R. Wiebe, and L. Labine) through qualitative

interviews with individual key informants and focus
groups with palliative care providers, medical legal/
bioethics experts, persons with disabilities, and re-
presentatives of advocacy and professional organiz-
ations. The narrative data generated in these
interviews were used to identify speakers with
specific expertise on policy, disability perspectives,
and bioethical issues, who were invited to participate
in the Forum on Ethical Safe Space. The primary
narrative data used in this article are drawn from
verbatim transcripts of the 1 day public forum on
June 9, 2008. Summary transcripts were sent to all
speakers and participants who consented to have
their statements included in the summary of the
meetings and posted on the VP-Net website (Wiebe
& Neufeld, 2008).

The planning work group adopted a model for en-
abling representative participation in the public
forum designed to reduce the impact of physical, sen-
sory, financial, language, and professional status bar-
riers. The cultural environment and approach to
facilitation in the public forum provided “ethical
safe space” (Ermine, 2007) in which conflicting ethi-
cal, legal, and political perspectives on the specific
policy impacting decision making at the end of life
could be raised. The forum was designed to provide
an ethical safe space, in which Ermine asserted
that participants are able to “step out of allegiances
and speak with impunity” (Ermine, 2007, p. 202).
Of the 212 participants, registration information in-
dicated that 30–40% of the attendees were people
identifying with disability perspectives, including in-
dividuals who identified need for enabled access.
During the forum, disability perspectives were pre-
sented by both invited speakers and audience mem-
bers who identified their affiliation with advocacy
and consumer organizations, which included The
Council of Canadians with Disabilities, The Mani-
toba League for Persons with Disabilities, People
First, and Community Living Manitoba. In review-
ing registration materials, consent forms, and tran-
scripts of the forum proceedings, it was estimated
that 30–35% of the speakers and participants from
the audience self-identified as clinicians or pro-
fessionals involved in healthcare delivery.

Using the transcripts and keynote speakers’ prin-
ted texts, primary themes and patterns of interaction
were identified reflecting the alternative perspec-
tives. This analysis identified the significance of
alternative interpretations of concepts such as “qual-
ity of life” and “efficacy or futility of treatment,” and
goals of treatment.

Written informed consent agreements were signed
by resource speakers and presenters at the “town
hall” segment of the forum. All presentations and ex-
changes between participants were transcribed and
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coded thematically, and these narratives were used to
analyze and compare perspectives of participants
and stakeholder organizations. The research protocol
and consent agreements for forum participants were
reviewed and approved by the University of Mani-
toba, Health Services Research Ethics Board in
2006 and 2008. In keeping with the provisions of
the consent agreement and research ethics board ap-
proval, in the narrative data presented in this article,
individual speakers and audience members are refer-
red to only in terms of their general role, and names
and institutional roles are not identified in the data.

In the Forum for Ethical Safe Space, the need to
balance the perspective of participants from the
fields of disability studies, law, and ethics with the
perspectives supporting the policy from stakeholders
from several clinical disciplines and the College of
Physicians and Surgeons, was recognized by mem-
bers of the work group. In planning the policy forum,
we, therefore, invited speakers and members of
groups with specialist expertise in intensive care
medicine, palliative care, and clinical bioethics, as
well as representatives of the College of Physicians
and Surgeons and Winnipeg Regional Health Auth-
ority. The principles and decision criteria defined by
the College of Physicians and Surgeons Policy State-
ment were reviewed in depth by the initial speaker.
Clinicians with expertise in intensive care medicine
and physicians and lawyers from the group who
had drafted the statement were invited to describe
the primary elements of the policy statement. Speak-
ers also included physicians with specific expertise in
the ethics of resource allocation and conflict resol-
ution in clinical decision making in contested de-
cisions. The forum was, therefore, planned to
provide a safe public venue for clinicians to clarify,
defend, or suggest modifications to some of the most
problematic and publically debated provisions of
the policy (Kaufert & Wiebe, 2008).

BUILDING ETHICAL SAFE SPACE

Previous interviews with physicians, ethicists, and
people with disability emphasized that intractable
disagreement in decisions involving provision or
withdrawing of life-sustaining treatment occurred
in ,10% of cases involving acute or end-of-life care.
The planning group recognized the importance of
bringing together physicians and other health pro-
fessionals with persons with disability in reciprocal
KT activities that would build both mutual under-
standing and identify methods for improving com-
munication and resolving conflicts.

The goal of previous KT events sponsored by the
VP-Net grant was to create dialogue-based relation-
ships between end-of-life healthcare providers and

people who experience vulnerability because of dis-
ability, age, or chronic illness (Stienstra, 2006).
Activities at these two prior workshops in 2005 and
2007 focused on the creation of an environment for
mutual engagement between people with disabilities
and palliative care providers, engaging with the
issues of devaluation and resource allocation, and
participants’ experience of vulnerability in acute
and palliative care settings. However, these earlier
workshops did not engage specific cases and policies
where there was direct conflict between stakeholder
communities.

In developing the 2008 Forum on Ethical Safe
Space, the decision was made to focus on the policy
statement as a contested area of ethical decision
making. In planning the event, we received both
strong and sustained interest from people with dis-
abilities; advocates; and professionals from the disci-
plines of medicine, law, bioethics, nursing, spiritual
care, and disability studies. The priority throughout
all planning stages was to provide an accessible and
inclusive forum enabling those groups to present
their perspectives on a widely debated professional
policy statement asserting the roles of physicians in
decisions about provision or withholding treatment.
A cultural context of mutual respect and civility for
the meeting was established, and a concerted effort
was made to avoid over-representing or stereotyping
a single perspective.

ASSURING ACCESSIBILITY AND
BALANCED REPRESENTATION

The work group implemented a number of measures
to ensure fair representation and remove barriers to
full participation. All participants were to be assured
of adequate time, access to assistive communication
technology, and unbiased facilitation. More specifi-
cally, the forum made available American Sign
Language interpretation and provided amplified
sound systems for participants with hearing impair-
ments. Braille programs and other formats for con-
ference background literature were made available
on request. We chose an appropriate meeting space
with a ramped podium. Summaries of all conference
presentations were “translated” in advance into
“plain language” for persons with cognitive disabil-
ities or literacy issues. Attendant services were
made available for persons requiring physical assist-
ance. Accessible parking spaces were made available,
lunch and nutrition break were provided without
charge, and registration fees were not charged.

Presenters and panelists represented a wide var-
iety of population sectors, some of whom had
developed their expertise in academic settings, and
others whose expertise came from life experience.
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The planning work group made the decision to forego
the use of titles such as “doctor,” or “professor,” in
order to encourage a sense of equality among presen-
ters. A well-respected moderator was engaged. Key
speakers were encouraged to present both balanced
and critical perspectives on professional practice im-
pacts of the policy, and to comment on parallel legal
and policy issues at provincial and national and in-
ternational levels.

Prior to the conference, print and other media had
played a significant role in giving visibility to issues
discussed at this event. The planning work group
hired a media liaison representative to work with lo-
cal and national radio, television, Internet, and print
media to publicize the meeting and monitor the rep-
resentation of stakeholder perspectives in local and
national media. The media coordinator arranged in-
terviews between conference speakers and local and
national news representatives, and documented all
news coverage of the event as part of the data collec-
tion process.

IMPACT OF THE FORUM AS ETHICAL
SAFE SPACE

To establish the context and process for the forum,
the elements of ethical safe space and approach to
translation of contested knowledge were described
in the introduction to the workshop:

There are a wide range of speakers coming from dis-
ciplines representing policy from the College of
Physicians and Surgeons perspective, speakers
from the community of ethics and law. . . and people
from the Winnipeg community that have been in-
volved with this issue. The level of participation re-
flects a wide range of perspectives I think there are
within our community, but the willingness of people
to come together in a mutual space to talk about the
issues and be clearer about what kinds of perspec-
tives are that are within the community I think rep-
resents the ideal of ethics that a friend of mine,
Willie Ermine as a Cree ethicist talks about as
safe ethical space - that you come, you allow your
values to be articulated in a common ground that
allows people to talk about it.

During the forum, the arrangements for enabling full
participation were introduced. Portable microphones
were set up so that people with mobility needs did not
have to make their way to standing microphones. All
keynote speakers’ presentations were “translated”
into plain language documents that were included
in all participants’ registration materials. The issue
of using plain language was raised in the initial
discussion of the College Policy Statement. One

participant commented on the accessibility of the
statement: “I find the statement is very difficult for
people with intellectual disabilities to understand
what it means and everything, especially if they
don’t have a decision maker.” Although the presenter
representing the College did acknowledge that this
need for translation of the policy into plain language
was something to “seriously consider,” he added, “I
have remarkably good legal counsel who also know
how to plain speak.” Representatives of disability or-
ganizations responded by questioning whether legal
interpretations in “plain speak” would actually be ap-
propriate for people with intellectual disabilities or for
people for whom English is an alternate language.

Two striking examples of how the use of ethical
safe space forum to contribute to the creation of
more transparent discussion of policies and practices
were documented in exchanges between speakers re-
presenting the College of Physicians and Surgeons of
Manitoba and other speakers and audience members
who challenged the transparency of the process of
policy development. For example, the opening
speaker representing the College described the com-
position of a working group whose task it was to “con-
sider the sample policy and propose a statement that
addresses physician involvement in these decisions.”
When this speaker did not describe any process of
public consultation or engagement of stakeholder
groups, members of the audience emphasized that
that people with disabilities were not among the
groups consulted. Several other speakers empha-
sized that people with disabilities have a significant
stake in the policy impacting end-of-life decisions.
Representatives of disability organizations stated
that they were not consulted in the development or
dissemination of the document.

The second example of the workshop’s impact in
encouraging respectful, but mutually empowered,
dialogue around contested policy was documented
in the interaction among the participants in the
question and answer session that followed the sum-
mary of the policy statement. Rather than taking
questions from the audience, the representative of
the College stated that he and his legal team had
already anticipated the questions and had prepared
a summary of some of the most widely discussed
questions, and proceeded to answer them in his pres-
entation . Speakers from disability organizations and
presenters with specific expertise in law and ethics
responded that none of the 12 questions or responses
engaged the specific concerns raised by people with
disabilities. They commented that the questions
and interpretations of the policy had also not addres-
sed expert criticism of either the legal or the ethical
validity of the statement. Experts in law and bioethics
also indicated that the speaker explaining the policy
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had not clarified or justified provisions for asserting
the final authority of physicians (Webster, 2008).
The exchange in the interactive forum did not resolve
the fundamental differences among stakeholders, but
it did provide a public venue for contested ethical and
policy issues to be articulated and debated.

THE CONTRIBUTION OF THE SAFE SPACE
FORUM TO THE DIALOGUE ON END-OF-
LIFE POLICY

Both members of the audience and keynote speakers
criticized the criteria defining minimal goals for
treatment in the policy statement. The profound im-
pact of the College’s statement was revealed starkly
and powerfully during the forum from the perspec-
tive of a person with a disability. The speaker stated:

Some people are puzzled about why disabled
people are particularly concerned about these is-
sues. Well I think that maybe that deserves a bit
of explaining. . . first of all I think one of the impor-
tant current facts is that many of us are already de-
pending on life-sustaining treatment. . . We are in a
situation naturally threatened by any policy that
extends the authority to withdraw these things
from us because that would certainly spell the
end of our lives very shortly. . . Secondly, the mini-
mum goal of treatment. . . I need only think of
people with various degrees of Alzheimer’s. . .for
whom it would be very difficult to demonstrate
they know who they are, where they are, that
they experience their own existence, in the way
that most people would understand these terms. . .
So many of us would automatically be defined as
subject to a doctor determining whether to with-
hold or withdraw if we were in a crisis situation
simply by the very nature of our abilities, so those
things make us, make it very dangerous.

Another presenter reflected on the implications of
the provisions of the policy defining minimal goals
from the perspective of intensive care physicians
who were involved in having to make decisions invol-
ving clinical assessment of futility based on the phys-
ician’s assessment of prospects for functional
recovery. He stated:

The doctors actually at the front lines don’t like
this Statement any better than you folks. . .only
our problems are different with respect to the mini-
mum goal. We tend to be a pragmatic lot. What we
are about and what we see in our world is providing
life support so that they can get better, so that they
can leave the ICU and maybe hospital eventually
and go about their lives and enjoy the rest of it.

Several other speakers criticised this presenter’s fo-
cus on the physician’s role in relating decisions to pre-
scribe or discontinue life supporting treatment to the
prospects of “returning the patient to normal func-
tion.” They emphasized that research in disability
studies suggested that many physicians in intensive
care situations had minimal information about their
patients living with a pre-existing disability in terms
of either their life in the community, self-defined
quality of life, or personal decisions about continu-
ation or discontinuation of life-sustaining measures.

A physician acknowledged the difficulties of the
policy defining minimum goals but emphasized the
potential value of the statement in situations invol-
ving impasse:

I understand that the issue (minimum goals) is the
contentious one, but on the other hand, the State-
ment consists of many more things besides that
so for example, the fact that there is need for dialo-
gue and that is laid out (in provisions) for consul-
tation. Are there things in the Statement that in
most instances should involve this kind of conten-
tious impasse?

One speaker with a background in palliative care
medicine recognized the extent to which treatment/
non-treatment decisions must integrate the phys-
ician’s technical medical expertise, but also recognize
that this directly overlapped with patient and fa-
mily’s experiential values and perspective on ethical
practice. The physician emphasized the need to re-
cognize the overlap between the technical clinical ex-
pertise of the physician and the experiential
dimension of decisions that required the full partici-
pation of the patient and family. He stated:

The technical/ physiological considerations of medi-
cal interventions tend to lend themselves to objec-
tive assessment and review. . . their effectiveness in
achieving their intended goals can be measur-
ed. . .The experiential/ value-laden considerations
require review through “the eye of the beholder. . .
they are subjective assessments which involve an ex-
perience filtered through a “who” influenced by that
person’s unique life experience, interpersonal con-
nections, value systems, hopes, goals, fears. Con-
siderations such as quality of life, meaning, hope,
energy, well-being, and even medical symptoms
such as pain or shortness of breath are all experien-
tial, requiring assessment and interpretation by the
person experiencing them.

The reaction from members of the audience empha-
sized that creating a forum that is accessible and
safe had enabled the disability community to bring
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their experience and that of other marginalized
groups to the attention of clinicians and other de-
cision makers who may be unfamiliar with these per-
spectives. A speaker with a background in the field of
disability studies affirmed the value of the workshop
as a forum for safe dialogue, but also described her
personal sense of vulnerability. She stated:

As other people have stated, I think that the impor-
tant thing is that it gives space for dialogue, whe-
ther or not you agree with what’s in the
statement is another issue entirely, but at least
there is a space to have a dialogue. I would say
that the statement as it exists right now, underlies
or sort of underscores individual vulnerability in
my view, and if you have the ability to articulate
the sort of nuances of your particular situation,
that’s fine, but if you don’t and you’re relying on a
particular physician’s knowledge of your disability.
I would say that is sort of a dubious situation to be
in a lot of times.

THE VALUE OF ETHICAL SAFE SPACE

Discussion during the forum revealed several
benefits of creating ethical safe space. This model of
workshop allows space for participation of stakehold-
ers, who might not otherwise be able to interact in
the same forum, to articulate their perspectives and
debate with other presenters and audience members.
The participation of physicians from intensive care
and palliative care medicine, experts in bioethics
and law, and members of the disability community
facilitated a more direct conversation than has been
observed in forums dominated by one stakeholder
group. KT forums are often represented as facilitat-
ing dialogue between a dominant group and a non-
dominant group. However, the narrative data from
the workshop suggest that the emphasis on ethical
safe space also enabled clinicians, medical legal ex-
perts, and disability advocates to express diverse
and opposing perspectives. An unanticipated area
of diversity in participant perspectives was documen-
ted in the expression of diverse perspectives among
the physicians participating, and between speakers
and audience members representing different health
disciplines (Edwards, 2008). A speaker commented
on the need for interprofessional dialogue on the im-
plications of the statement for interprofessional
practice:

It’s my opinion that nurses’ voices has been rela-
tively absent from this discussion to date and I
really appreciate the opportunity to be on this pa-
nel . . .I think that we as nurses need to talk more
about this, but I also think we need to engage our

community, our larger broader community in this
discussion as well

Other comments following the critical review of the
policy from the perspectives of law and bioethics
centered on the potential tensions between the in-
terpretation of the statement by physicians and the
perspective of the legal system. The individual com-
mented “I think that when you talk about taking
medical things into court, there’s an unstated (as-
sumption), that there’s a lot of resentment by phys-
icians about, towards attorneys.”

Some audience members identified the risks of
leaving the policy statement as a contested area be-
cause of the risk that the conflict would contribute
to the breakdown of trust between physicians and
their patients. The respondent stated:

That would be a real concern I’d have living in
Manitoba, is the effect of these, of the Statement
and the cases on the relationship between the
physicians feeling embattled on one side, not the
physicians in the case, just physicians generally,
and patients and different communities within
the patient population, the trust being eroded
and you’d have more conflict. . .

Another speaker agreed.

The thing that struck me today, in listening to
people talk is how we have so much work to do on
trust. . .we really have to restore that trust some-
how, and talk and talk and listen. This forum was
a step toward trying to understand different per-
spectives and moving to clarify positions on the
way to trust restoration.

Participants at the forum spoke of the creation of
ethical safe space as a starting point for more dialo-
gue on the issues raised by the policy statement.
The forum was therefore seen as a potential starting
point for building conversation that would facilitate
revising the policy with broader consultation on its
legal and ethical validity. Other speakers indicated
that the safe space forum could form the basis for fur-
ther dialogue and lead to development of mechan-
isms for mediation and conflict resolution in
disputed cases. For example, one person said, “I
would hope that the presence of the College here to-
day is an indication of a willingness to listen to
what people have to say on this issue.” Another indi-
vidual described the statement as a “good first step,
it’s good that it’s out there but we have a long way
to go and I would welcome the opportunity for the dis-
ability community and their allies to be able to dialo-
gue effectively with the College directly.” Another
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emphasized further dialogue, relationship-building
is paramount: “I think it is an interchange, it de-
mands a relationship and my hope is that we’re start-
ing to form a relationship as we move forward
between different communities that have assembled
here.”

Vulnerable and marginalized groups may feel that
their perspectives are not known or not acknowl-
edged or engaged in public discourse or policy devel-
opment. Spokespersons for disability organizations
expressed the concern that their views still carry lit-
tle or no weight in professional discourse and have
little impact on policy development. However, other
speakers observed that the balanced discussion of
conflicting perspectives at the public forum suggests
that there is significant common ground between the
disability community, the bioethics community, and
some clinicians to continue the dialogue. A disability
advocate stated,

We wanted to see a focus on a few of the most criti-
cal pieces of the Statement, and I think that today,
we have already focused on the two elements that
many of us as disabled people felt were the most
important parts, and many of the people in the
bioethical and other sectors have also agreed are
the most important parts

People with disabilities emphasized that their voices
were not engaged by medical professionals outside
the context of clinical consultation. Participants sta-
ted that the forum was “empowering” because it al-
lowed them to express themselves outside the
context of professional/client relationship. One
speaker noted the general frustration of “being
talked down to” and asserted that “. . .some of the
doctors need to be educated.” The speaker concluded
his statement engaging professional participants
stating: “Thank you for listening.”

The creation of a public forum for engaging contes-
ted issues within ethical safe space was a new con-
cept to many participants. Notwithstanding the
emphasis on dialogue, some participants still con-
sidered the context of the workshop to be at least
somewhat adversarial in nature. The moderator
asked one physician-presenter: “You’ve heard a lot
of comments over the course of the day that are con-
trary to the position of the College of Physicians and
Surgeons. Do you feel misunderstood or do you feel
ganged up on?” The physician responded: “Uh huh,
in this audience, yeah.”

In the final presentation, a palliative care phys-
ician reflected on the value of hearing conflicting
perspectives in terms of future prospects for and dia-
logue in future policy development and in potential

for mediation of conflicted decision making at the
end of life stated:

Often surrounding controversial issues in health
care there are published opinions supporting quite
disparate views, and we find ourselves gravitating
towards literature that is consistent with our own
approach. Unfortunately, this will do little to
broaden our understanding of how others feel
and why they do so. Arguably, we would become
better clinicians. . . and perhaps people. . . if we first
selected literature which put forward views to
which we held opposing views. We all have ‘lines
in the sand’ in our minds representing ‘boundaries
of the acceptable’, whether we are health care pro-
fessionals or not. . ..Being aware of such lines and
exploring their foundation is an important step
towards being able to articulate views which may
be complex and emotionally laden. When such
views might influence how we approach patient
care, it is particularly important that health care
providers be aware of their own “lines in the sand.”

The perception of the workshop as “an adversarial
process” may have reflected participants’ prior ex-
perience of addressing contested ethical issues in
less inclusive venues. Although the concept and pro-
cess of the workshop emphasized respectful ex-
change in clinical “safe space,” the diversity of
participants’ values and advocacy for alternative fra-
meworks for ethical decision making precluded final
consensus on treatment/non-treatment policy. The
forum also did not allow time or space to work in
small groups to define specific proposals for mediat-
ing conflicts and resolving cases in which there was
intractable disagreement over initiating or disconti-
nuing life supporting treatment.

MOVING TOWARD THE FUTURE

The diversity of registrants participating in the
forum was one indication of the strong ties developed
by conference planners with stakeholder groups
across the spectrum of policy perspectives. In evalu-
ating the impact of the forum, it is important to deter-
mine whether this approach to facilitating KT by
defining and enabling participants to communicate
in ethical safe space actually contributes to the devel-
opment of democratic, non-adversarial processes
that facilitate discussion between medical pro-
fessionals and members of wider communities, in-
cluding people with disabilities. In evaluating the
impact of this event and the model for creating ethi-
cal safe space for the full spectrum of communities
and individual stakeholders, the planning work
group posed several follow-up questions in the
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evaluation form completed by 43 of the participants.
In addition to closed format questions evaluating
each speaker and public forum on a four point scale,
registrants were also asked: What was the impact of
the knowledge translation that occurred? Was the
creation of safe ethical space an effective model for
making public policy accessible? How does the dialo-
gue continue?

Narrative comments from 43 participants who
evaluated the workshop included the following state-
ments:

“The (value of the workshop was in) hearing how
people define the CPSM guidelines, given their per-
sonal life experiences- the perceptions and honesty
of the participants was eye-opening.”

Another participant stated that the forum was ef-
fective in “Provoking thought, far deeper than I ex-
perience on a day to day basis working in a large
health care institution.”

Another said that “the forum opened up future
dialogues we need to have. A new thought process
around ‘quality of life’- whose life, whose choice is it?”

Another commented that there was “Too much in-
formation condensed to fit it all in. I truly believe that
with these being such controversial and emotionally
charged issues there was more time needed for the
group to ask questions and share experiences and
ideas.” Finally, one participant suggested “Perhaps
(the forum could have been improved by) more rep-
resentation from other groups and individuals –ra-
ther than just disabilities.”

Evidence of the impact of the forum in broadening
public discourse about ethics and end-of-life decision
making between bioethics and legal experts, health-
care providers, and people with disability was docu-
mented in the content analysis of media coverage of
the event. The many television, radio, and press
articles and sound bites confirmed the high level of
media interest and participation in the policy dis-
course around the statement during and after this
conference. The contested policy that served as the
centerpiece for the workshop continues to be discussed
at the local and national levels. There is currently
direct engagement on the part of two different disabil-
ity rights groups, the Manitoba League of Persons
with Disabilities and Community Living Manitoba,
with the College of Physicians and Surgeons. These
groups have expressed continued concerns about the
statement. In addition, the National Human Rights
Committee of the Council of Canadians with Disabil-
ities has formed a special task group to monitor
healthcare policies dealing with end-of-life decision
making and to respond to such policies through public
education and political action. All of these groups had
sent representatives to attend the 2008 forum. In
2010–2011, a working group including representa-

tives of the College of Physicians and Surgeons and
a regional health authority engaged some members
of the disability community in an initiative to explore
legislation establishing a body that would review,
mediate, and provide a forum for resolving contested
decisions involving provision or discontinuation of
life-supporting treatments.

RELEVANCE FOR PROVIDERS OF
PALLIATIVE AND SUPPORTIVE CARE

Using Ermine’s (2007) conceptualization of ethical safe
space, this forum provided the space required for
people of vastly differing views to come together in
one place for a respectful and thought-provoking dialo-
gue. The day-long event also allowed for some disman-
tling of Ermine’s “brick wall of deeply embedded belief
and practice” (Ermine, 2007, p. 198). It allowed for the
perspectives and experiences of people with disabil-
ities to be revealed, where before, these views had re-
mained somewhat hidden from medical professionals.
This opportunity served to provide participants who
might otherwise have felt vulnerable, to be empowered
and heard. Through the ongoing conversations that
continue to occur between and among stakeholders
and stakeholder groups, the beginning of a partner-
ship model was created over the course of a day.

For palliative care providers, the workshop provi-
ded an opportunity to hear and engage the perspec-
tives of people with disability and organizations
representing vulnerable populations. It also provided
an opportunity to hear the interpretation of the pol-
icy from the perspective of the College of Physicians
and Surgeons and to contrast this interpretation
with the perspectives of experts in disability studies,
law, and bioethics. It also provided a venue for articu-
lating and understanding variations in the interpret-
ations of the clinical disciplines such as nursing and
intensive care, which in turn influence the delivery of
palliative care medicine. Palliative care providers
may be able to better interpret patient and family ex-
perience of past conflict over treatment choices, and
offer equally important information about the risks,
costs, and limits of treatment alternatives discussed
by specific stakeholder groups. KT workshops may
provide one way for care providers to interpret
patient and family concerns and address conflicting
policy perspectives among stakeholder groups repre-
senting both professionals and consumers. These
workshops may provide a safe venue in which contes-
ted issues can be engaged. Workshops may also offer
an alternative to professional conferences that are of-
ten represented in the media as focusing primarily on
formal and instrumental approaches defining the
care providers and institutions in end-of-life decision
ethics. Finally, the forum appeared to provide a
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working model for increasing transparency among
stakeholder groups and developing more co-partici-
patory decision models that build in mechanisms
for mediation and reconciliation.
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