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JEMH News

It is a distinct honour for the Journal of Ethics and 
Mental Health (JEMH) to be publishing in this issue a 
number of articles emerging from the Brain Matters-New 
Directions in Neuroethics Conference held in September 
2009 in Halifax, Nova Scotia.  We extend our thanks and 
appreciation to the following authors for their diligence in 
and commitment to submitting their conference papers: 
Walter Glannon, Farah Focquaert, Dirk De Ridder, Daniel 
Buchman, Emily Borgelt, Judy Illes, Philippe Couillard, 
A Keith W Brownell, Edith Deleury, Marie-Claude Côté 
and Jacquelyn Shaw.

JEMH has recently decided to approve the International 
Committee of Medical Journal Editors’ “Uniform 
Requirements for Manuscripts (URM)”.  Instructions to 
authors and the “Uniform Disclosure Form for Potential 
Confl icts of Interest” will soon be available on the JEMH 
web site.  

You will note on the JEMH web site that we have an 
exciting conference scheduled for May 13th to 15th, 
2010 in Peterborough Ontario.  Th is is the fourth JEMH 
conference since the inception of the Journal.  Th is 
year’s conference theme is: “Running the Moral Rapids”.  
Planning is underway for the 2011 conference and 
preliminary details should be available in the near future.

Enjoy the current issue of JEMH.  As always, we invite 
your comments. We also encourage authors to submit 
content to our Journal.  In accordance with the goals of the 
Journal of Ethics in Mental Health we particularly invite 
authors to submit content  on ethical issues that bring 
into focus the perspectives and experiences of frontline 
workers in the mental health and addiction fi eld.

Ron Ballantyne MSW MBA
Editor-in-Chief

e-mail:  BallantyneRon@rogers.com
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While Halifax can be a distant destination for many peo-
ple, it is a charming city to visit and take a few extra 
days to enjoy its surroundings.  Autumn is a lovely time 

of year to visit Nova Scotia.  In addition to off ering a very favour-
able place and time, this conference’s programme promised a wide 
range of neuroethics’ emergent and familiar topics and questions 
for registrants to learn about and debate.

Yet in spite of the global economic downturn, over one hundred 
people from ten countries attended the “Brain Matters” conference 
from September 24th to 26th, organized and hosted by the Novel 
Tech Ethics team at Dalhousie University.  Th ese numbers are a 
testament to the calibre of the invited speakers, the relevance of 
the programme’s content as well as to the conference’s energy and 
aesthetic appeal.  Th e Lord Nelson Hotel proved an ideal setting 
because the rooms for dining, presentations, and networking were 
small enough to promote good conversation yet large enough 
to be comfortable and moving among the concurrent sessions’ 
rooms proved quite easy (in other words, no running needed!).  
Several “knowledge exchange” formats added to the conference’s 
quality: plenary sessions, posters, panels, and individual/group 
presentations.

Th e plenary sessions were generally high quality, two of which 
stood out for me.  Dr. Caroline Tait from the University of Sas-
katchewan’s Department of Native Studies discussed the necessity 
of including indigenous people’s perspectives and experiences in 
all ethical analyses and debates and including them routinely.  I 
was struck by what an important caveat this is to the growing 
demand that western bioethics move from its local focus to a 
global focus.  Th e caveat is that bioethicists don’t necessarily need 
to only look outside their national borders for diff erent sources 
of wisdom and meaning.  Th ey can legitimately look within their 
country’s own borders to those people and their histories who 
constitute a diff erent “nation” and yet have been marginalized 
or rendered invisible.  As an aside, I am currently reading John 
Ralston Saul’s most recent book, A Fair Country: telling truths about 
Canada, wherein he compellingly argues----based on history and 
sociology---that native Canadians’ values must be more explicitly 
acknowledged and embraced as part of our nation’s “lived authen-
ticity” (my words, not Saul’s).  Tait’s talk reminded the audience 
that while individuals’ health qualifi es as a good worth pursuing 

and preserving, its meaning, its value relative to other goods and 
how it is to be achieved must be tailored to diff erent communities’ 
values and ways of living together.

Professor Neil Levy from the University of Melbourne spoke about 
the need to better understand something so routine, or so taken 
for granted, that it oft en escapes academics’ and non-academics’ 
attention:  our moral intuitions.  How valid are they?  How reli-
able?  In his plenary talk, he was responding to researchers’ recent 
scientifi c investigations of how people reason morally or develop 
morally.  Levy’s exploration of the epistemic and practical value of 
such intuitions was illuminating because it returned us to examin-
ing the everyday world of moral insights and justifi cations.  Th is 
echoes theorists and academics who remark that they rarely or 
never hear healthcare workers or patients justify their actions by 
referring explicitly to virtues, self-determination, or deontology.

Th ere was a rich diversity of topics and questions off ered to con-
ference attendees in the presentations, panels, and by the posters.  
Grouping them in rough categories, they included: neurotechnolo-
gies’ understanding of and impact on identity/authenticity/free 
will, possible limits to enhancing interventions, imaging technolo-
gies’ excessive authority, contested defi nitions of death and PVS, 
invasiveness of brain surgery and deep stimulation techniques, 
unauthentic memory modifi cation, inappropriate legal use of 
neurological fi ndings, and the moral status of people with psycho-
pathology.  Other presenters shared their curricula for teaching 
healthcare students and practitioners about neuroethics.  And 
fi nally, some sessions were about topics traditionally captured 
under “medical” or “clinical” ethics:  advance care planning, ad-
vance directives, and substitute decision making for people with 
neurological diseases or conditions.

Colleagues from Europe and Asia were among the presenters, 
which, in my view, is a very welcome complement and corrective 
to what can be over-reliance on U.S.A.-based ethics work.  Cer-
tainly the U.S. has the highest concentration of ethics specialists 
and academic centres, which have thankfully expanded the ethical 
inquiry within healthcare over the past quarter century.  But it’s 
important, I think, to recognize that diff erent countries live by 
diff erent ethical commitments or foundations and their citizens’ 
presence at North American neuroethics conferences is valuable 
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indeed.  Th is conference reminded me, too, how fortunate Cana-
dian ethics specialists and ethics committees because there are 
three active neuroethics centres in our country.  In addition to 
the Dalhousie team, there are teams at UBC (www.neuroethics.
ubc.ca) and at the Institut de Recherches Cliniques de Montréal 
(www.ircm.qc.ca/neuroethics/en), each of whom sent members 
to the conference.

Of the presentations I attended, a high percentage of them were 
informative and engaging (the same cannot be said of every confer-
ence I have attended over the years).  When I talked with attendees 
for whom this conference was their fi rst ethics conference, an 
intriguing remark was repeated time and again.  Th ey expressed 
surprise about the directness of the question-and-answer periods 
that followed a presentation or plenary talk.  Th ey commented 
on the forthrightness of the challenges made to the speakers, 
something quite diff erent from their own professions’ conferences 
wherein audience members tend to compliment a speaker and, at 
most, expand positively on statements made.  Surprise fortunately 
was followed by heightened interest once these attendees saw the 
speakers take such challenges in stride.  According to each attendee 
who made such comments to me, the openness to real debate 
increased their assessment of the conference’s value.

In summary, the conference was excellent in terms of inquiry, 
dialogue, and networking, and it sets a high standard for all other 
neuroethics conferences.
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Please note: A glossary of some of the philosophical terminology 
used in this article may be found following the article.
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Introduc tion

Some cognitive neuroscientists and psychologists claim 
that our motivational states and actions are determined by 
and can be completely explained in terms of unconscious 

mechanical processes in the brain.  Th is suggests that our actions 
are not within our control because our conscious mental states 
and events play no causal role in what we do.  Yet if we are not 
the source of our actions and if our mental states and events have 
no causal force, then our idea of conscious free will is an illusion.  
Further, if free will is an illusion, then presumably no one can be 
responsible for their actions, since being responsible rests on the 
assumption that we have free will.

I argue that neuroscience does not undermine free will because 
it does not demonstrate that deterministic mechanical processes 
in the brain completely explain human behavior.  Any plausible 
conception of free will is consistent with the idea that some 
conscious mental states can causally infl uence actions while 
having physical causes in the brain.  Causal determinism is not 
equivalent to coercion or compulsion, which do undermine 
free and responsible behavior.  Because the brain generates and 
sustains the mind, and the mind in turn infl uences the brain, 
any satisfactory account of human action must include both 

unconscious physical and conscious mental states and events 
among its causes.  My aim is not to argue on practical grounds 
that, even if our belief in free will were an illusion, we would still 
hold people responsible for what they do or fail to do.  Rather, my 
aim is to show that the argument from illusion is misguided and 
fl awed on theoretical grounds.1

Free Wil l  as  an I l lusion 

Psychologists Joshua Greene and Jonathan Cohen claim that 
“every decision is a thoroughly mechanical process, the outcome 
of which is completely determined by the results of prior 
mechanical processes.”2  Th ey make this claim partly on the 
basis of experiments that they and others have conducted on 
human subjects using functional brain imaging.  From this, they 
conclude that “neuroscience will undermine people’s common 
sense libertarian conception of free will.”3  Among other things, 
this should make us revise our retributive view of punishment.  
Although these claims by Greene and Cohen are made in the 
context of the implications of neuroscience for the law, they 
challenge a common assumption about free will.  Expressing a 
slightly diff erent view, psychologist Daniel Wegner claims that 
“the real causal mechanisms underlying behavior are never present 
to consciousness.”4  Psychologist Henry Roediger and colleagues 
more confi dently assert: “Clearly conscious intentions cannot cause 
an action if a neural event that precedes and correlates with the 
action comes before conscious intentions.”5

Th ese claims present three distinct but related worries from 
neuroscience regarding free and eff ective action.  One worry 
concerns determinism.  If the brain is a deterministic system, 
then we cannot be free because free will is incompatible with 
determinism.  Another worry concerns mechanism.  If our 
conscious mental states are reducible to brain mechanisms, 
then we cannot be free because free will is incompatible with 
the idea that all natural phenomena can be explained by natural 
causes and mechanical principles.  A third worry concerns 
epiphenomenalism.  If our conscious mental states and events 
are not causally effi  cacious, then none of our actions results from 
these states and events.  Together, these arguments appear to 
threaten free will in two respects: that we are the authors of our 
actions; and that as agents we have a causal impact on events in 
the world.  Determinism, mechanism, and epiphenomenalism 
together form the argument from illusion.
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Some cognitive neuroscientists and psychologists claim 
that our conscious mental states and actions can be 
explained entirely in terms of unconscious mechanical 
processes in the brain.  This suggests that our belief in 
free will is an illusion and that we cannot be responsible 
for our actions.  I argue that neuroscience as such does not 
threaten free and responsible agency.  The real threat to 
free will is not normal brain function but brain dysfunction 
that impairs or undermines our capacity for agency.

Abstract



JEMH · November 2009 · 4(2)     |      2
© 2009 Journal of Ethics in Mental Health (ISSN: 1916-2405)

ARTICLE

To assess the argument from illusion, we need to place it within 
the historical philosophical debate on free will.  In a basic sense, 
having free will implies that our choices and actions are within 
our conscious control.  We can control the choices we make and 
the actions we perform by identifying with the beliefs, desires, 
emotions, and intentions that issue in our actions.  Control implies 
that we can guide these mental states in the appropriate way to 
what we choose and do.  It also implies that at least some of these 
mental states play a causal role in our decisions and actions.  For 
philosophers, the main threat to this sense of control has come 
from causal determinism.  Th is says that natural laws and events in 
the past jointly determine a unique future.  If causal determinism 
is true, then any action one performs at a particular time is the 
only action one could have performed at that time.  Th is rules 
out alternative possibilities (APs) to do otherwise than what 
one actually does.  Incompatibilists hold that APs are necessary 
for free will and that causal determinism precludes APs.  Hard 
incompatibilists believe that causal determinism is true and that we 
do not have free will.  Libertarian incompatibilists believe that we 
have free will and that causal determinism is false.  Compatibilists 
claim that we choose and act freely when we are not constrained, 
coerced, or compelled.  Since causal determinism does not entail 
constraint, coercion, or compulsion, free will is compatible with 
causal determinism.

Philosopher Robert Kane insists that AP is too thin a basis on 
which to rest the case for libertarianism.  Kane says that, in 
addition to the forward-looking AP condition, a backward-
looking condition of ultimate responsibility (UR) is necessary 
for libertarian free will.  UR consists in “the power of agents to be 
the ultimate creators (or originators) and sustainers of their own 
ends and purposes.”6  Kane emphasizes that this condition “puts 
the emphasis for being up to us not in the power to do otherwise, 
but on the source or explanation of the action that is actually 
performed: that source must be in us.”  We must be the “ultimate, 
buck-stopping originators of our actions.”7  For a libertarian such 
as Kane, we cannot be the originators of actions if the mental 
states and events from which they issue are causally determined 
by antecedent events.  I take Greene and Cohen to be referring 
to a version of UR when they write of “people’s common sense 
libertarian conception of free will.”  On their view, the threat to 
libertarian free will is not from natural laws and events in the past.  
Rather, the threat is from mechanical processes and physical events 
in the brain and the idea that they, not our conscious mental states 
and events, are the ultimate and only eff ective source of our choices 
and actions.  Neuroscience suggests that the UR condition cannot 
be met.  Insofar as neuroscience implies that brain processes do 
all of the work in the causal pathway leading to action, we cannot 
be ultimately responsible for our choices and actions because “we” 
are not the authors of them.

Defusing the Threat

Th e claims by Greene and Cohen, Wegner, and Roediger et al. 
that mechanistic unconscious processes in the brain completely 
determine all behavior suggest that these processes completely 
explain my behavior.  But consider the following example.  
Suppose that I have distinct desires to begin writing an essay and 
exercise at the same time.  Each of these desires corresponds to 
a proximal urge in my brain.  But whether I form and execute an 
intention to do one thing rather than the other cannot be explained 

satisfactorily in terms of unconscious neural urges.  Each of these 
competing desires is infl uenced by distinct long-range plans of 
mine to be more productive in my scholarship and healthy.  My 
decision to write or exercise at a particular time depends on how I 
respond to the reasons for performing these actions.  My response 
to these reasons will be infl uenced by my conscious response to 
factors external to my brain, such as the weather, the volume of 
noise in my home, or the deadline for submitting the essay.  Th ese 
reasons involve more than proximal urges in my brain.  Th ey also 
involve conscious beliefs whose content refl ects features of the 
external environment.  In addition, the reasons for performing 
either action refl ect the fact that I live in a culture that values both 
scholarship and health.  Appeal to the brain alone cannot explain 
why I perform one action instead of the other.

Mechanical processes in the brain are part of the pathway leading 
to my decision and action.  But one must not mistakenly infer 
from the fact that a decision has an unconscious cause that the 
decision itself is unconscious.  Unconscious mental states may 
initiate actions.  Yet this does not imply that conscious mental states 
play no causal role in forming and executing proximal intentions 
in actions.8  An unconscious urge to act may be infl uenced by a 
conscious distal intention involving long-range planning, where 
this planning is in turn infl uenced by cultural and environmental 
factors.  Events in the brain are not doing all of the causal work 
in the process leading up to and resulting in action and as such 
causally underdetermine it.  At least some mental states and events 
are doing some of the causal work.  Th is, in addition to the fact 
that factors external to me and my brain infl uence my plan and 
course of action, indicates that more than just the brain is involved 
in what I choose and do.

Most cognitive neuroscientists and psychologists give more weight 
to libertarianism than it has in philosophical debates on free will.  
Libertarians are a minority among philosophers writing about this 
issue. Th e majority are compatibilists.  For most compatibilists, 
causal determinism just means that our motivational states and 
actions are the products of antecedent physical events, such that 
if the latter did not occur, the former would not occur.  Mental 
states are necessarily generated and sustained by brain states.  
Free will is compatible with the fact that our mental states are 
caused by normal brain processes when this type of causation 
is not equivalent to constraint, coercion, or compulsion.  Th is is 
consistent with what Hume calls “liberty of spontaneity.”  He argues 
that since the existence of causal laws governing our actions does 
not undermine this type of liberty, there is no confl ict between 
causal determinism and moral responsibility.9  Locke expresses a 
similar view in presenting his example of a man who fi nds himself 
in a room whose door is locked.  Because this fact does not aff ect 
his choice to remain in the room at that moment, he chooses 
freely even though he could not have done otherwise.10  Th ese 
examples illustrate a negative default account of free will.  Many 
compatibilists off er positive accounts as well.

Philosopher Harry Frankfurt has developed one of the most 
infl uential positive compatibilist accounts of free will.  He defi nes 
persons as individuals with the capacity to form fi rst-order desires 
to perform certain actions.  Th ey also have the capacity to form 
second-order desires to have certain fi rst-order desires.  Th e will 
is the eff ective fi rst-order desire that moves one all the way to 
action.  One wills and acts freely when one’s eff ective fi rst-order 
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desires align with one’s second-order desires, and one identifi es 
with both.11  Identifi cation follows from a process of critical self-
refl ection, aft er which the relevant desires become part of the set of 
the person’s motivational states.  Th is refl ective process enables one 
to make the mental springs of action one’s own.  If neuroscience 
threatens only libertarianism and not also compatibilism, then 
the threat to free will might not be so great aft er all.  Still, the 
challenge from psychologists such as Wegner and Roediger et al. 
is not that brain processes interfere with identifi cation, or that they 
coerce or compel us to act.  Instead, the challenge is that brain 
processes alone may account for all of the events in the pathway 
leading to action.  Th ese processes seem to render mental states 
epiphenomenal.

Our fi rst-order desires may very well be causally determined 
in the sense that they are necessarily generated and sustained 
by events in the brain.  But this does not put these and other 
motivational states and events beyond our conscious control or 
render them causally inert.  Our capacity to make these desires 
conform to second-order desires, to identify with, and translate 
them into actions may provide us with enough conscious control 
over our motivational states to make them our own.  Th e eff ects 
of psychotherapy on cortical brain functions indicate that there is 
both brain-mind and mind-brain causal interaction, which shows 
that our mental states can be causally effi  cacious in shaping brain 
states and how they issue in our behavior.12  Th is may be enough for 
us to be “ultimate buck-stopping originators” of at least some of our 
actions.  In this respect, Frankfurt’s version of compatibilism can 
satisfy a condition analogous to UR.  We do not need to endorse 
a libertarian rejection of causal determinism to satisfy it.  Unlike 
libertarians such as Kane, for Frankfurt and other compatibilists 
what matters in having or lacking free will is not so much whether 
external sources infl uence our mental states and actions.  Indeed, 
they do.  What matters more is whether we have the internal 
resources to identify with our desires, beliefs, and intentions and 
execute them in actions.  Just because these resources have physical 
causes in the brain does not mean that we cannot consciously 
identify with or act on them.  Some would claim that social factors 
beyond our control have such a strong infl uence on our thought 
and behavior that they are not up to us.13  Th ese external sources 
play such a signifi cant role in the causal history of our choices and 
actions that they preclude free will and responsibility.  Th is may be 
a legitimate challenge to compatibilism.  Yet it is not the challenge 
to free will from neuroscience, which is not concerned with social 
factors but events and processes in the brain.

Th ere are four main problems with the argument from illusion.  
Th is is by no means an exhaustive list.  But these problems are 
enough to expose fl aws in the argument.

First, claims about neuroscientifi c determinism and mechanism 
stripping us of authorship of our actions and rendering our mental 
states epiphenomenal presumably are based on empirical evidence.  
Most of this evidence is from neuroimaging.  Functional brain 
imaging experiments conducted by neuroscientists and cognitive 
psychologists such as Greene and Cohen show correlations 
between brain activity and some cognitive and aff ective mental 
states.  Correlation is not causation, however.  Images of increased 
or decreased brain activity produced by fMRI or PET scans are 
not identical to events and processes occurring at the neuronal 
level.  Th ey are visualizations of statistical averages based on 

large numbers of images and are more accurately described as 
scientifi c constructs than pictures of what is actually occurring in 
the brain.  Th e claim that every decision is a thoroughly mechanical 
process determined by prior mechanical processes in the brain 
is a causal claim.  Some correlations may be strong enough to 
suggest causation, especially if one can eliminate other factors in 
explaining the relation between brain activity and behavior.  An 
example would be a case where wrongful behavior is associated 
with a tumor in the prefrontal cortex.  If the behavior resolved 
with the removal of the tumor, then this could support the claim 
that there was a causal connection between the tumor and the 
behavior.14  But this is an example of brain dysfunction.  It does 
not support the claim that imaging establishes a causal connection 
between normal brain function and a particular action or pattern 
of behavior.  In most cases, correlations between normal brain 
activity and behavior are not strong enough to indicate causation.  
Moreover, claims of a causal connection between brain events and 
conscious decisions assume that decisions are based on localized 
brain activity, when in fact the activity that underlies them is 
distributed throughout the brain.  Neuroimaging experiments do 
not support claims of determinism or mechanism because they 
fail to establish the necessary empirical evidence showing a causal 
connection between brain activity and behavior.

Second, the argument from illusion involves a mistaken inference 
about causation.  Th e fact that a mental state or event has a physical 
cause in the brain does not imply that it is not among the causes 
of an action.  Just because an action is preceded by unconscious 
brain events does not mean that no conscious mental states have a 
causal role in the pathway leading to that action.  As philosopher 
Alfred Mele points out, “not only is there no rule against causes 
themselves having causes, it is also the norm for causes to have 
causes (How many causal processes start with uncaused causes?)”15 

Th ird, the idea that conscious mental states and events have no 
causal role in action and are epiphenomenal off ers an impoverished 
account of human agency.  It suggests that we never do anything 
on the basis of our conscious desires, beliefs, emotions, intentions, 
and decisions.  All of our behavior is the product of unconscious 
mechanical processes.  It seems to explain away practical and moral 
reasoning and decision-making.  Indeed, if we defi ne persons as 
essentially agents who act in virtue of conscious mental states 
and events, then on this account persons do not exist.  Th is is 
an extremely implausible form of skepticism about the will.  
Neurosurgeon and philosopher Grant Gillett points out that 
“a decision is. . . not a circumscribed event in neuro-time that 
could be thought of as an output, and an intention is not a causal 
event preceding that output, but both are much more holistically 
interwoven with the lived and experienced fabric of one’s life.”16  
Decisions and actions are more than just a function of discrete 
events in the brain occurring at specifi c times.  Th ey are a function 
of what the subject needs to navigate in and adapt to the world, 
which involves a more temporally extended process.  Mental states 
emerge from the brain in order to provide human agents with an 
accurate map of the natural and social environment, a map that 
brain processes cannot provide on their own.  As one aspect of 
neuroplasticity, the interaction of the subject with the environment 
infl uences the activity of neurons and can change the morphology 
and functions of the brain.  Th is casts doubt on the claim that 
brain processes and their relation to behavior are deterministic 
or mechanistic.  Every human agent enlists unconscious and 
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conscious mental states and events to enable this interaction.  
Th e mind is neither reducible to nor independent of the brain.  
Mind and brain mutually infl uence each other in a nested series 
of feed-forward and feedback loops that promote the adaptability 
of the subject to the world.    

Fourth, if our behavior just consists of neurons all the way up 
and down, then it is unclear what motivates the claim that we 
should revise our retributive practices.  Th is is an attempt to pull a 
normative rabbit out of an empirical hat, which turns the argument 
from illusion on its head.  Th ere is a need to explain how one can 
derive the normative “ought” from the empirical “is.”

In earlier work, neuropsychologist Patrick Haggard made causal 
claims about the relation between the brain and behavior similar 
to those made by Wegner and Roediger et al.  In a recent paper, 
he notes that networks in the pre-supplementary motor cortex, 
anterior prefrontal cortex, and parietal cortex underlie voluntary 
and responsible action.  Yet Haggard suggests that mental states 
may causally infl uence the brain in saying that “responsibility might 
depend on the reason that triggered a neural process culminating 
in action and on whether a fi nal check should have stopped the 
action.”17  Reasons can be either external or internal to human 
agents.  External reasons are associated with rules or norms of 
behavior recognizable by any rational person as a subject in a social 
and cultural environment.  Th ese reasons obtain independently of 
particular agents.  Internal reasons consist of combined desires and 
beliefs regarding actions that one should or should not perform.  
Th ey may be prudential, concerning one’s own interests, or moral, 
concerning the interests of other agents.  Haggard appears to use 
‘reason’ in both senses.  While internal reasons depend on neuronal 
processes, one can plausibly assume that these reasons are not 
identical to these processes but are emergent mental states with 
nonreducible psychological properties.  Insofar as these reasons 
can function as a “check” on our actions, they can infl uence events 
at the neuronal level.  If so, then we have at least some control 
of our behavior because of processes operating at the conscious 
mental level.

Haggard further notes that our ability to respond to external 
reasons for or against actions can also infl uence processes at the 
neuronal level:  “Interestingly, both decisions [to act or not to act] 
have a strong normative element; although a person’s brain decides 
what they carry out, culture and education teach people what 
are acceptable reasons for action, what are not, and when a fi nal 
predictive check should recommend withholding action.  Culture 
and education therefore represent powerful learning signals for 
the brain’s cognitive-motor circuits.”18  Haggard adds: “Although 
neuroscientifi c detection of the brain circuits that generate actions 
and conscious awareness can contribute to an evidence-based 
theory of responsibility, it is unclear whether they can capture all 
the nuances of social and legal concepts of responsibility.”19  Given 
the role that Haggard attributes to internal and external reasons 
and associated normative practices surrounding actions, it appears 
that neuroscience cannot capture these nuances.

Th ere are three points that are worth making in light of Haggard’s 
claims.  First, they suggest that the social environment can infl uence 
the brain and how it mediates the mental states associated with 
voluntary action.  Second, they suggest that mental states associated 
with internal reasons and one’s response to external reasons can 

infl uence events in the brain and our actions.  Th ird, the upshot of 
the fi rst two points is that neural networks alone cannot satisfactory 
explain human behavior.  Th e brain itself does not “decide” what 
we do.  As psychiatrist Sean Spence puts it: “no account of human 
action (and therefore human moral responsibility) is complete in 
the absence of a subjective report . . . so when we wish to apportion 
responsibility, we are not merely identifying an organism. . . . we 
are saying something about ‘its’ underlying volitional processes: 
the symmetry pertaining between desires and deeds, intentions 
and actions.”20  A satisfactory explanation of behavior must include 
not only neuronal processes but also internal and external reasons.  
Th ese refl ect the normative dimension of voluntary action and how 
this dimension is shaped by the social and cultural environment 
in which human subjects live and act.  All three points indicate 
that free will and responsibility are not just metaphysical notions 
involving considerations of causation, determinism, possibility, 
and necessity based on empirical studies of the brain.  Th ey are 
also normative notions refl ecting the fact that we are social beings 
who act and interact with each other and whose expectations of 
what we can and should do are grounded in this interaction.  Th e 
most plausible model of free will and responsibility is one that 
consists of complementary empirical and normative dimensions 
refl ecting causal interaction and infl uence between and among 
the brain, the mind, and the environment.

Nothing about the structure and function of the brain, or how 
it generates and sustains the mind, implies that we are mistaken 
in believing that we have the capacity to respond to reasons and 
to consciously form and execute intentions in actions.  Normal 
neurological function does not provide grounds for questioning 
the conviction that we can control our thought and behavior.  It 
is possible that future advances in neuroscience may call into 
question the belief that we have free will and can be responsible for 
our actions.  If it does, then it will remain unclear how empirical 
fi ndings about the brain will infl uence normative judgments 
of moral and legal responsibility.  Even with refi nements in 
neuroimaging, there will always be a need for behavioral and 
normative criteria in making and upholding these judgments.  
Th ere is an additional problem with the idea that neuroscience 
might cause us to question our belief in free will.  How brain 
function mediates the cognitive capacity for decision-making 
is described entirely in objective terms.  But there is an essential 
subjective aspect of the will.  A description of cognitive-motor 
circuits cannot capture the fi rst-person experience of deliberating 
and choosing, or how this experience is shaped by the world in 
which we act and live.

  
Conclusion

Neuroscience does not threaten free will and responsibility because 
it does not show that we are not the authors of our actions or 
that our conscious mental states and events play no causal role 
in our behavior.  It is mistaken to infer that, just because a desire 
or intention has a physical cause in the brain, these and other 
mental states and events do not infl uence our ability to act.  From 
the fact that conscious mental states and events are generated and 
sustained by unconscious mechanical processes in the brain, it 
does not follow that they play no causal role in action.  Causation 
is not equivalent to compulsion and does not imply that we have 
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no conscious control over what we do or fail to do.

Th e real threat to free will is not from normal brain function 
but brain dysfunction that impairs or undermines the capacity 
for agency.  Th is includes seizure disorders, loss of motor 
control in Parkinson’s or Huntington’s disease, and damage to 
the prefrontal cortex making one unable to inhibit violent urges.  
It also includes psychosis in schizophrenia making one unable 
to accurately perceive or engage with the world, the anhedonia 
and avolition in schizophrenia and depression making it diffi  cult 
to will oneself to act, and the alien and overwhelming desires 
and beliefs in obsessive-compulsive disorder.  Th ese conditions 
impair or undermine free will when they interfere with one’s 
cognitive, aff ective, and volitional capacities to identify with one’s 
motivational states and initiate and complete actions.  Persons are 
not responsible for their behavior when brain dysfunction causes 
them to lose these capacities.

Brain dysfunction does not always strip persons of their agency, 
however.  In some cases, they may retain an important aspect of 
the will in trying to act and make sense of their condition and 
the world around them.  One illustration of willing as trying is 
the autobiography of the Russian soldier Zazetsky, written in 
collaboration with neuropsychologist A. R. Luria.21  During the 
Battle of Smolensk in 1943 during the Second World War, Zazetsky 
sustained a severe head injury from a bullet wound with extensive 
damage to the left  occipital-parietal region of his brain.  Th is 
caused his memory, visual fi eld, and body perception to become 
fragmented.  It left  him with the experience of a constantly shift ing 
and unstable self in what for him had become a shattered world.  
To cope with this fragmentation, he kept a journal for twenty years, 
recording thoughts and memories as they occurred on a daily basis.  
In doing this, he attempted to reshape his lost self by reconstructing 
the unity and integrity of his psychological properties.  Because 
of his mental impairment, Zazetsky was not able to completely 
re-establish psychological continuity with his pre-injury state.  
But his eff ort enabled him to retain a basic autobiography and 
adjust its later chapters to his post-injury state while retaining 
his basic interests and values.  Zazetsky’s determination in trying 
to reshape his identity and construct a meaningful narrative of 
his experience with a brain injury shows how one can retain 
and exercise the will to some degree despite neurological and 
psychological impairment.  It is an example of the human capacity 
to recognize, invent, and realize possibilities of action despite being 
constrained to some extent by a damaged brain.  Neuroscience 
can tell us much about persons, but not everything.  Although it 
is necessary to understand human thought and behavior, it does 
not explain away free will and moral responsibility.              
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Glossary

Alternative Possibilities
 We can choose and act in ways other than how we in fact choose 

and act.  A necessary condition of libertarian incompatibilism.

Anhedonia
 An inability to experience pleasure from normally pleasurable 

life events. 

Avolition
 A general lack of motivation and inability to initiate action plans.

Causal Determinism
 Laws of nature and events in the past jointly determine a unique 

future.  Th is implies that an action one performs at a particular 
time is the only action one could have performed at that time.

Compatibilism
 Free will is compatible with causal determinism because causal 

determinism does not constrain, coerce, or compel one’s choices 
and actions.

Epiphenomenalism
 Mental events are caused by physical events in the brain, but 

mental events have no eff ect on any physical events.

Hard Incompatibilism
Causal determinism is true and therefore we do not have free will.

Incompatibilism
 Free will is incompatible with causal determinism.

Libertarian Incompatibilism
 Causal determinism is false and therefore we have free will.

Mechanism
 All natural phenomena can be explained by natural causes and 

mechanical principles.

Ultimate Responsibility
 We are the authors and originators of our actions, which are not 

determined by any antecedent events.  A necessary condition of 
libertarian incompatibilism
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Introduc tion

Several philosophical and ethical worries about personal 
identity are voiced in relation to direct interventions in the 
brain, very similar to those vis-à-vis psychopharmacological 

treatment and enhancement techniques in general (DeGrazia, 
2005; Levy, 2007). One of the most salient worries related to 
personal identity is the fear of creating a new person, of radically 

changing a person’s self up to the point where they can no longer 
be considered the same. In the introduction of Intervening in the 
brain, Merkel et al. (2007) point to the widespread philosophical 
worry that one’s personal identity might be comprised as a result of 
brain interventions: “Th e fear is oft en expressed that an individual 
may no longer be “the same person” he or she used to be prior 
to an intervention in the brain. In other words (i.e. philosophical 
terms), these interventions are said to threaten personal identity”. 
Th ese worries are not restricted to direct interventions in the brain 
(e.g., brain implants), but equally face psychopharmacological 
(e.g., Prozac) and, perhaps to a lesser extent, psychotherapeutic 
interventions (e.g., psychoanalysis) (Levy, 2007). A lot of the 
philosophical worry related to identity changes revolves around 
the possibility of (radical) personality changes due to brain 
interventions (see, e.g., Glannon, 2009), rather than personal 
identity in general. In this paper, we discuss whether interventions 
in the brain threaten our personal identity, and if the possibility 
of identity changes provides a sound ethical argument against 
these techniques. 

We particularly focus on one type of neuromodulation (i.e., 
essentially reversible, direct alteration of endogenous neural 
activity): surgical intervention/stimulation via implanted electrodes 
(Merkel et al., 2007). Th is technique involves the placement of 
electrodes in the brain (cortically or subcortically) to directly 
apply low or high-frequency electrical current to the brain tissue. 
Th ese electrodes are connected to a kind of ‘pacemaker’ near the 
collarbone, the abdomen or thigh, which can be set on/off  with a 
remote control (the intensity of the stimulation can also be adjusted 
by means of the remote control, and the patient can switch between 
several diff erent programs for optimal effi  cacy depending on the 
situation). As such, electrical current can be applied directly to 
the brain tissue to reduce symptoms. A well-known example is 
deep brain stimulation (DBS) of the subthalamic nucleus (STN) in 
patients suff ering from Parkinson’s disease (PD). DBS as it is now 
being practised goes back to the work of Benabid et al. (1987) who 
were the fi rst to report successful stimulation for tremor in PD. Th e 
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PEER REVIEWED SUBMISSION

Personal identity has been the focus of philosophical 
and ethical debate for centuries. During the last decades, 
diff erent techniques for intervening in the brain, and 
hence our mind, are being developed and refi ned. 
Neuromodulation techniques, such as direct stimulation 
of the brain via implanted electrodes (e.g., deep brain 
stimulation), target the brain’s capacity for reorganization to 
exert their eff ects and might directly or indirectly infl uence 
our mental states. In this paper, we investigate whether 
the possibility of altering our personal identity provides 
a valid argument against neuromodulation research and 
treatment for severe, treatment-refractory neurological 
or neuropsychiatric conditions. Since narrative rather 
than numerical identity is at stake when considering 
neuromodulation research and treatment, our paper 
focuses on narrative identity changes. We argue that 
arguments against this kind of research and treatment for 
neuropsychiatric conditions based upon the possibility 
of narrative identity changes are ethically unconvincing.
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technique is now the most frequently performed surgical procedure 
for Parkinson related movement disorders that are refractory to 
pharmacological therapy (Hardesty & Sackeim, 2007; Merkel et 
al., 2007). Over 55 000 patients have been treated for movement 
disorders today. Th ere are undoubtedly pros (e.g., fully reversible, 
fl exibility of stimulation) and cons (e.g., potential risk of infection, 
hemorrhage or seizures during or aft er surgery) to be given when 
considering neuromodulation via implanted electrodes, many of 
which are related to the more technical aspects of the procedure 
(Chou et al., 2007). Importantly, this procedure is still experimental 
or investigational in nature with respect to most neuropsychiatric 
conditions. Th e FDA recently approved DBS for obsessive 
compulsive disorder (OCD) based on a humanitarian exemption 
and two clinical trials for major depression have been launched 
in the past year (Miller, 2009). Th ere are long-term successful 
results for OCD and promising results have been obtained for, 
among others, Tourette syndrome, major depression, and cluster 
headache. It is important to mention that this technique targets 
treatment-resistant disorders, resulting in high success rates and 
oft en involving dramatic and durable benefi ts. Moreover, certain 
other techniques, such as electroconvulsive therapy, show higher 
relapse rates compared to stimulation via implanted electrodes 
(Bussone et al., 2007; Greenberg et al., 2006; Hardesty & Sackeim, 
2007; Mayberg et al., 2005; Wichmann & DeLong, 2006). 

Personal  identity 

Nearly all personal identity related worries regarding direct 
interventions in the brain (e.g., DBS for neurospychiatric disorders) 
rest upon a confl ation of narrative and numerical identity 
(DeGrazia, 2005). Issues concerning personal identity through 
time or the persistence question are about numerical identity. Th e 
persistence question asks under what possible circumstances 
a person who exists at one time is identical to someone (or 
something) existing at another time? (Olson, 2008, Stanford 
Encyclopedia of Philosophy). It therefore asks whether or not an 
individual is one and the same despite change (DeGrazia, 2005). 
Issues concerning narrative identity or the characterization question 
focus on the characteristics that truly or genuinely constitute a 
person’s identity (Schechtman, 1996). According to DeGrazia 
(2005) narrative identity refl ects “what is most central and salient 
in a given person’s self-conception” (266), including personality 
traits and mood. Narrative identity overlaps with recent notions 
of personality in psychology and psychiatry, in which personality 
is defi ned as “a dynamic and organized set of characteristics in a 
person that uniquely infl uences his or her cognitions, motivations, 
and behaviors in various situations” (Synofzik & Schlaepfer, 
2008, p. 4). While it is self-evident that altering an individual’s 
numerical identity is wrong, it is much less clear that altering one’s 
narrative identity is ethically problematic. Whereas unintended 
radical narrative identity changes are potentially problematic, 
unintended mild or moderate narrative identity changes are not 
necessarily problematic. Mild and moderate narrative identity 
changes are part of our daily life and may result from a variety 
of life-changing experiences or circumstances. For example, 
becoming a parent may change an individual from being somewhat 
irresponsible to becoming responsible. Th e loss of a loved one 
may change someone from being optimistic, to being depressed 
and without hope. Medication or stimulation-induced narrative 

identity changes come about ‘diff erently’ and more abrupt, but are 
essentially the same as those that come about just by living our daily 
lives. Whether or not such changes are found the be problematic, 
depends fi rst and foremost on the person in question and his or 
her loved ones (Schermer, 2009).

Personal identity through time or numerical identity revolves 
around the necessary and suffi  cient conditions for a person at one 
point in time to be the same person (or being) at another point in 
time. Psychological approaches describe these conditions in terms 
of continuity of psychological connections or experiential contents, 
such as memory of earlier experiences (i.e., episodic memory) 
or continuity of basic psychological capacities such as a basic 
capacity for reasoning or consciousness. Biological approaches 
describe these conditions in terms of continuity of biological life. 
DBS for neuropsychiatric disorders does not aff ect the continuity 
of one’s biological life, and it unlikely aff ects the continuity of 
one’s psychological connectedness or one’s basic psychological 
capacities. Philosophical and ethical worries about personal 
identity are typically about cases in which stimulation is successful 
in alleviating the patient’s symptoms, but at the same time leads to 
changes in one’s mental states (e.g., changes in personality traits, 
e.g., changing from an outgoing to a more introvert person). Hence, 
they are about changes in narrative identity rather than numerical 
identity (Glannon, 2009). Narrative identity changes may involve 
changes in cognition, personality traits, emotions and mood.

Neuromodulation via implanted electrodes can infl uence narrative 
identity directly and indirectly: directly only in as far as the 
personality and self-perception network is involved in the brain 
intervention. Indirectly, neurostimulation can alter personality via 
its modulation of the major neurotransmitter systems (serotonin 
(Carver & Miller, 2006), dopamine (Depue & Collins, 1999) 
and noradrenalin (Bond, 2001), which all infl uence personality. 
Neuroplasticity is the capacity of the nervous system to modify 
its organization to changing input (Bavelier & Neville, 2002) and 
neuromodulation techniques such as DBS are using the brain’s 
capacity for reorganization to exert their eff ects (Pascal-Leone, 
2006). As personality and self-perception are the result of specifi c 
brain circuits, these could be altered by changing input as well. 
Although narrative identity changes are possible, neurostimulation 
techniques for neurological and neuropsychiatric disorders target 
the disorder in question and do not intend to alter one’s narrative 
identity.

Current  f indings on co gnit ion, 

personality  traits,  emotions and 

m o o d 

Th e following questions need to be answered: which aspects 
of our narrative identity are (likely or unlikely) altered due to 
stimulation for neurological and neuropsychiatric disorders? 
Do these alterations involve drastic changes? And if yes, 
are such changes common? And importantly, how do these 
compare to other available treatments? Let’s turn to the data. 
We will fi rst look at data from DBS in PD, since larger groups of 
individuals have contributed to studies assessing possible side 
eff ects related to narrative identity. 
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Park inson’s  disease

Although DBS for PD is associated with possible adverse eff ects in 
terms of verbal fl uency, working memory and processing speed, 
recent studies show that it does not lead to a general cognitive 
decline (Castelli et al., 2006; Contarino et al., 2007; Deuschl, 2009; 
Heo et al. 2008; Witt et al., 2008). Castelli et al. (2006) performed 
a neuropsychological assessment before and aft er surgery (n=72) 
with a mean follow-up of 15 months, focusing on a variety of 
items related to cognition (e.g. executive functioning, memory). 
Th e researchers conclude that the study shows that STN DBS 
is “cognitively safe” (the only signifi cant change found was a 
small decrease in verbal fl uency tasks, overall 4,5% experienced 
a relevant decline) (p. 136). Witt et al. (2008) compared a group 
of individuals receiving DBS (n=60) versus a group receiving the 
best medical treatment (n=63). Th ey found no diff erences in scores 
between both groups in terms of overall cognition, although verbal 
fl uency showed signifi cantly greater declines in the DBS group. 
However, the observed cognitive impairments aft er DBS had no 
aff ect on the quality of life of these participants. Moreover, the 
authors report that DBS led to a signifi cant improvement of motor 
functions and quality of life in the DBS group compared to the best 
medical treatment group. Weaver et al. (2009) compared an even 
larger group of patients (n=255) in a randomly assigned trial, and 
found slight decrements in working memory, processing speed, 
phonemic fl uency and delayed recall in the DBS group (and slight 
improvement in the best medical therapy group). Nevertheless, the 
majority of measures assessing language, executive functioning, 
learning and memory functioning remained unchanged in both 
groups. Again, the DBS group experienced signifi cantly better 
results in terms of motor control and quality of life assessment 
compared to the best medical therapy group. 

A meta-analysis by Temel et al. (2006), involving 1398 patients, 
revealed depression in 8% of patients, hypomania in 4%, anxiety 
disorders in less than 2% and changes in personality traits and 
emotional changes (e.g. hyper-sexuality, anxiety, aggressiveness) in 
less than 0.5% (compared to 41% cognitive changes). Specifi cally 
with respect to personality traits, Castelli et al. (2006) found a small 
improvement in obsessive compulsive and paranoid personality 
traits (7% experienced a postoperative worsening, while 20% 
showed a clinically relevant improvement). Other personality 
traits (e.g. antisocial, schizoid) remained stable. Th ey also found 
an overall small improvement in mood (although a clinically 
relevant mood worsening was found in 10% of patients), no overall 
modifi cation in anxiety or apathy before and aft er surgery, while 
thought disorders (i.e., hallucinations and delusions) worsened 
signifi cantly. One patient experienced psychosis postoperatively. 
Although disturbances (e.g., worsening of anxiety and mood) in 
individual cases are found, overall, patients experienced small 
improvements in mood and specifi c personality traits. Extreme 
disturbances (e.g., psychosis) are relatively rare. Houeto et al. 
(2006) report no changes in patient’s personality traits or any 
adverse psychiatric eff ects following STN DBS, based upon self-
report questionnaires, in 20 patients with PD. A more recent study 
by Castelli et al. (2008) (n=14) using an explorative test suggests 
“that there is no evidence of personality change in PD patients 
submitted to STN-DBS” (p. 8). Specifi cally, regarding personality 
traits, mood and related changes, Witt et al. (2008) found that 
anxiety was signifi cantly reduced, and mood slightly elevated, 
in the DBS group (n=60) but unchanged in the BMT (n=63) 

group. Th ere were no signifi cant changes aft er DBS in psychiatry 
scale scores, and an overall improvement in depression was found 
(although the eff ect size was small). 12.8% of the DBS group and 
10.3% of the BMT group experienced severe psychiatric adverse 
eff ects. 4 patients in the DBS group experienced depression, and 
4 psychosis. Th ere was one case of apathy, and one suicide. Th e 
authors conclude that most psychiatric side eff ects are transient 
(e.g., depressive symptoms remitted by the time of 6-month follow-
up). Moreover, systematic evaluation did not reveal any psychiatric 
deterioration, which suggests, according to the authors, that such 
side-eff ects can indeed be managed (Witt et al., 2008). Weaver et 
al. (2009) similarly revealed no signifi cant diff erence in psychiatric 
side eff ects. Importantly, quality of life changed signifi cantly in the 
DBS group, but not in the BMT group.

Recently it has also been shown that DBS in PD can improve drug 
induced narrative identity changes. Dopamine and especially D3 
receptor agonists (such as pramipexole or ropinirole) might be 
responsible for the development of pathological gambling and 
hypersexuality in 18.4% of pharmacologically treated PD patients 
(Bostwick, Hecksel, Stevens, Bower & Ahlskog, 2009). Th e PG 
and hypersexuality abates when decreasing the dose or stopping 
the use of pramipexole or ropinirole. When DBS is successful, 
and medication can be tapered down this can result in remission 
of the pathological gambling (Bandini, Primavera, Pizzorno & 
Cocito, 2007; Smeding et al., 2007; Gallagher, O’Sullivan, Evans, 
Lees & Schrag, 2007). 

Neuropsychiatric  disorders

Th e fi rst study on DBS for severe, treatment-refractory OCD 
by the Leuven-Antwerp group, involving three patients (two of 
which were successful at improving symptoms), did not reveal 
any additional personality disorders other than the ones already 
present before stimulation, or adverse personality traits aft er one 
year of stimulation (Gabriëls, Cosyns, Nuttin, Demeulemeester 
& Gybels, 2003). In fact, case three failed to fulfi ll criteria for 
dependent personality disorder aft er stimulation, which was 
diagnosed at baseline. Th ese fi ndings were assessed both by 
using self-rated personality inventories, as well as by interviewing 
close family members or peers. A recent study on DBS in severe, 
treatment-refractory Gilles de la Tourette syndrome, involving 
eighteen individuals, reports no serious permanent adverse eff ects 
(Servello, Porta, Sassi, Brambilla & Robertson, 2008). All four 
components of the Yale Global Severity Rating Scale improved 
signifi cantly postoperatively (social impairment is one of them). 
Co-morbid symptoms such as anxiety and obsessive compulsive 
symptoms decreased aft er DBS. Mallet et al. (2008) found no 
signifi cant eff ects of stimulation on measures of depression and 
anxiety in a double-blind, crossover trial of STN stimulation in 
17 individuals with OCD. Serious adverse eff ects (e.g., anxiety, 
hypomania) were reported in 7 of the patients during stimulation, 
but none of these persisted. McNeely et al. (2008) found no adverse 
neuropsychological eff ects except for transient manual motor 
slowing (i.e., fi nger tapping) aft er DBS for treatment-resistant 
depression in a 12 month follow-up of 6 individuals. In most cases, 
performance on various cognitive tasks improved aft er stimulation. 
Lozano et al. (2008) report robust improvements in depression in 
these and 14 additional patients undergoing DBS for treatment-
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resistant depression. Aft er 12 months, 55% of participants were 
‘responders’ and 35% of these were in or close to remission. 
Neuropsychological testing found no cognitive adverse eff ects.

Th ere are few studies to date on neuropsychiatric conditions 
that specifi cally investigate changes in personality traits and 
cognitive, emotional and mood-related side-eff ects. Overall, many 
studies report that possible adverse eff ects of stimulation, such 
as an increase in anxiety, are mostly transient and/or subtle (e.g., 
Greenberg et al., 2006). Greenberg et al. (2010) discuss worldwide 
fi ndings on DBS for OCD obtained collaboratively over 8 years in 
four centers, and report that acute stimulation-induced changes 
in mood, anxiety, cognition, and sensory and motor eff ects are 
rapidly reversed with parameter changes (except for one case 
where hypomania persisted over days). Of course, despite 
preliminary promising results in terms of cognitive, emotional 
and mood-related side-eff ects, promising results from large(r)-
scale randomized controlled trials are needed. It is crucial that a 
standard battery of neuropsychological tests, as well as standardized 
personality tests, and interviews with patients and family members 
are conducted pre- and post-operatively. Long-term monitoring 
of possible changes in personality traits and cognitive, emotional 
and mood-related side-eff ects is needed to ensure that patients 
receive as much information as possible on possible side eff ects 
during the informed consent process. Moreover, the patients need 
to be aware of the possibility of unforeseen side-eff ects in terms 
of cognition, personality traits and mood.

Discussion

Th e above fi ndings show that mild to moderate changes in one’s 
narrative identity are observed in individual cases, while radical 
alterations are rare. Changes in personality traits, emotions 
and mood due to DBS are relatively uncommon in PD and 
neuropsychiatric disorders, and might even be improved if changes 
in personality traits, emotions or mood are induced by dopamine 
agonists. Cognitive changes in PD are relatively common, but similar 
changes are present with medications and whereas best medical 
therapy doesn’t increase quality of life, DBS does. On the one hand, 
it is important to keep in mind that such side eff ects, if not transient 
by themselves, can oft en be alleviated through parameter change 
(i.e., changing the site of stimulation), and if necessary, can be 
reversed by interrupting stimulation. Moreover, recent functional 
imaging studies of the brain are elucidating the autobiographical 
self-network (Platek, Keenan, Gallup & Mohamed, 2004; Ruby & 
Legrand 2007; Buckner, Andrews-Hanna & Schacter, 2008) and its 
associated personality traits (Gusnard et al. 2003; Turner, Hudson, 
Butler & Joyce, 2003). So knowing these networks and its major 
connections can limit the direct modifi cation of personality traits 
via electrical stimulation. Increasing knowledge of the personality 
circuits and their modulating systems will therefore decrease the 
unpredictability of possible narrative identity changes occurring 
in brain stimulations, decreasing the perceived and real risks 
involved. On the other hand, it could be argued that certain 
changes can be benefi cial by restoring rather than changing the 
patient’s identity, similarly to what happens in PD. Chronic pain 
is associated with personality traits such as hypochondriasis and 
hysteria, and it has been demonstrated that these personality 
traits assessed in younger adults relate to the number of chronic 

pain conditions reported 30 years later (Applegate et al. 2005). 
However, a (chronic low back) pain condition might also alter 
narrative identity (Hansen, Biering-Sorensen & Schroll, 1995), 
based on neuroplasticity of the default networks (Baliki, Geha, 
Apkarian & Chialvo, 2008) which are involved in self-perception 
and personality networks (Svoboda, McKinnon & Levine, 2006; 
Buckner et al., 2008). Hence, it could be suggested that if DBS is 
successful in removing the narrative identity changing symptom it 
might restore one’s identity that was altered due to the pathology. 
More studies are needed to fully explore this, but the possibility of 
restoring one’s identity due to neuromodulation techniques is an 
important concept to be considered in the ethical debate.

We now briefl y discuss more general ethical arguments against 
techniques that have the potential to directly alter narrative 
identity: (a) socio-economic inequality, (b) fear of using it frivolous 
reasons, (c) possibility of a slippery slope, and (d) inauthenticity.

(a) One can argue that neurological interventions might create even 
larger socio-economic inequality then we are faced with today. 
Th is is an important argument that might justify that certain 
techniques are only used under specifi c, limited conditions, 
rather than becoming widely available without restrictions. For 
example, because higher socio-economic status is already as-
sociated with higher intelligence, the argument is made that 
the availability of neurological enhancements (e.g., by means 
of electrode implants) will make the gap even greater. Th e fear 
exists that such enhancement techniques will only, or mostly, be 
available to the wealthy or wealthier individuals in society, who 
are already better off  in terms of socio-economic status. Hence, 
neurological enhancements, if widely available, will add to the al-
ready existing socio-economic equality in the world, both within 
and between countries (Levy, 2007). However, neuromodulation 
for psychiatric disorders is aimed at alleviating human suff ering 
under very specifi c conditions. Only those individuals that suf-
fer from severe, treatment-refractory psychiatric disorders are 
considered as potential candidates. 

(b)  As DeGrazia (2005) put forward, it could be ethically problem-
atic to pursue brain interventions for frivolous reasons. Th is is 
especially the case with respect to neurostimulation via implanted 
electrodes because of the invasive nature of the procedure. Th e 
risks of this procedure are warranted from a cost/benefi t per-
spective if an individual’s quality of life is very low and no other 
treatment is working. Neurostimulation via implanted electrodes 
is a last-resort technique for severe, treatment refractory disor-
ders. It has been argued that this technique should not be used 
for enhancement (Kringelbach & Aziz, 2009). 

 
(c) Opposing DBS for neuropsychiatric disorders because of slippery 

slope arguments (e.g., creating elite soldiers without a conscience) 
is not persuasive in the face of severe, treatment-resistant disor-
ders. Moreover, as Merkel et al. (2007) mention: “As everything 
can be misused, the mere fact that it could be misused towards 
unjustifi ed goals cannot count as an argument against it (or we 
would have to object to even the most banal artefacts, such as 
hammers)” (281). Potential misuse does not justify withhold-
ing benefi cial treatments for severe disorders. It does however 
point to the importance of regulation to make sure that potential 
misuse can be prosecuted and prevented. 
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(d) One may oppose neurostimulation via implanted electrodes 
because of reasons pertaining to authenticity. Th is argument is, 
unlike the former arguments, an ‘in principle’ argument against 
DBS. DBS has the potential to ‘artifi cially’ change one’s narrative 
identity, which runs counter to a so-called ‘ethic of authenticity’ 
(Elliot, 1998). However, authenticity arguments are to a greater 
or lesser extent the expression of a cultural, social or political 
preference, rather than a purely ethical norm (Bostrom & Sand-
berg, 2009). Our day to day lives are already immersed by such 
practices, just think of the use of all sorts of electronic devices 
to enhance our reasoning skills, diet pills and esthetic surgery to 
enhance our physical appearance, and the like. In terms of their 
artifi cial nature, what makes those kind of interventions any 
diff erent from DBS? Although inauthenticity claims hold some 
ethical weight when presented in the enhancement debate (e.g., 
compromising our appreciation of the given, see, Sandel, 2007), 
they clearly lack any weight in the treatment debate because of 
the severe, treatment-refractory nature of these disorders and 
the potential quality of life improvements. It is therefore up to 
the patient whether or not the possibility of artifi cial alteration 
of his or her narrative identity poses a reason to refrain from 
treatment.

Conclusion

Overall, from a cost/benefi t perspective, the possible benefi ts of 
DBS for treatment-resistant neurological and neuropsychiatric 
disorders outweigh the possible harm of narrative identity change. 
Even if reasonable more general arguments can be given to avoid 
alterations of our narrative identity (e.g., in the enhancement 
debate), opposing DBS for treatment-refractory disorders for 
such reasons is not ethically defensible. Th ese arguments are 
overridden by the severity of these disorders and the amount 
of suff ering involved, as well as the extent to which a patient’s 
quality of life can be improved due to neuromodulation techniques. 
Indeed, successful stimulation can restore self-control and thereby 
increase a patient’s quality of life tremendously. In relation to 
neurostimulation for PD, Glannon (2007) states that “It can 
mean the diff erence between having no control and having a 
considerable control over one’s body and life” (p. 137). Similarly, 
by successfully reducing the symptoms of severe neuropsychiatric 
disorders, patients may regain control of their own life. In this 
debate, involving individuals with severe, treatment-resistant 
psychiatric disorders, it is the patient who should decide if the 
possibility of narrative identity change is a reason to refrain 
from treatment (provided that the individual in question is fully 
informed and has decision-making capacity). In order to achieve 
valid informed consent, potential narrative identity changes 
need to be comprehensibly communicated to the participants in 
question. In case of research, patient selection should be limited to 
individuals with decision-making capacity, except in very specifi c 
cases where proxy consent may be warranted (e.g., individuals 
with early onset dementia and combined chronic, extreme, 
treatment-resistant aggression). DBS research in individuals with 
end-stage Alzheimer’s disease is ethically controversial. However, 
a categorical exclusion of these individuals is equally dubious if 
suffi  cient evidence for possible benefi ts exists (Kuhn et al., 2009). 
In case of Alzheimer’s disease or minimally conscious individuals, 
advance directives may provide a partial solution. Minors should 

be excluded from DBS research protocols. In case of treatment-
refractory disorders for which DBS has been accepted as a standard 
treatment, such as treatment-refractory movement disorders, 
parent proxy consent is warranted provided that the children or 
adolescents in question take part in the decision-making process 
according to age and competency. 
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Introduc tion

In this paper we describe a new education program in ethics 
for medical residents in the clinical neurosciences – Clinical 
Neuroethics – that integrates teaching material from medicine, 

neuroscience, and biomedical ethics. Our approach to the initiative 
is characterized by interdisciplinary engagement, learner-centered 
curricula and inquiry-based learning. Th e emergent fi eld of 
neuroethics in which we ground our eff orts lies at the intersection 
of novel developments in neurotechnology and the implications 
of those developments for society, in the laboratory, the home, the 
courthouse, the classroom, and the clinic. Neuroethics integrates 
research ethics in the biomedical sciences and public health ethics 
with brain science and neuro- and moral philosophy. Scholars in 
neuroethics study the relevant ethical, legal, social, cultural, policy, 
and clinical challenges associated with new ways to think about, 
maintain and manipulate brain function.

In this context, (1) we explore the importance of ethics 
education and training in the clinical neurosciences; and 
(2) we describe our approach to complementing existing 
ethics requirements established for example, in Canada, 
by professional organizations such as the Royal College of 
Physicians and Surgeons of Canada (RCPSC) and the British 
Columbia College of Physicians and Surgeons (BCCPS). Th e 
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PEER REVIEWED SUBMISSION

Advances in clinical neuroscience have created an 
unprecedented need for medical residents in the clinical 
neurosciences to discuss and learn pragmatic approaches to 
ethics. The challenges of ethics in the clinical neurosciences 
involve a wide range of issues that span acute interventions 
in the neurosurgical theatre to long-term care for individuals 
living with mental illness in the community. Often, these 
challenges involve diffi  cult treatment and end-of-life 
decision-making, and have become even more signifi cant in 
the face of rapid scientifi c progress. Past research suggests 
that physician profi ciency in clinical ethics is limited 
largely to experiential learning with little formal training 
or exposure to scholarly material. Furthermore, knowledge 
of ethical issues relating specifi cally to the brain sciences 
is unknown. This paper is an invited follow-up to the fi rst 
presentation of a pilot educational program designed to 
bring neuroethics to the forefront of medical training and 
practice for medical residents in Neurology, Neurosurgery, 
and Psychiatry, presented at the Brain Matters Conference 
held in Halifax, Nova Scotia in September 2009. We describe 
core components of the program here, including journal 
clubs on tough neuro-clinical cases, seminars on cutting 
edge topics in neuroethics, and opportunities for residents 
to innovate in research.  We compare and contrast the 
relative strengths and limitations of the strategies 
implemented, and present a vision for next steps based 
on what we have learned to date.
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program is still in its nascent phases and evolves with continual 
input and evaluation by participating residents from Neurology, 
Neurosurgery and Psychiatry.

Ethics  Education in  Cl inical 

Neuroscience Training

Ethics in clinical medicine has enjoyed a long history since 
Hellenistic and Roman times. Modern landmark cases in both 
medical research and clinical practice, such as the infamous 
Nuremburg trials, Tuskegee Syphilis experiments and Th e 
Willowbrook Study, brought issues in medical ethics to a greater 
public awareness than ever before. Clinical ethics, as a formalized 
discipline, emerged as a branch of applied biomedical ethics in 
the early 1970s to proactively address complex ethical issues that 
arise in healthcare settings. 

Within the last thirty years, teaching the foundations of medical 
ethics has emerged as a priority within the medical establishment, 
and all North American medical schools now require that ethics 
be incorporated into the curriculum. Th e integration of ethics 
activities at the resident level is a more recent phenomenon as, 
up through the early 1980s, many residency directors, at least in 
the United States, did not consider ethics to be a valuable asset to 
resident education (Perkins, 1989). 

Despite the Accreditation Council for Graduate Medical Education 
requirements for bioethics training for Neurology residents 
(ACGME, 2008), eff orts have been made only recently to increase 
the availability of ethics education for residents in the clinical 
neurosciences. Th e American Academy of Neurology (AAN) 
has developed an Ethics Section on its website (AAN, 2008), in 
addition to off ering a Neurology elective in clinical ethics. In 
Canada, the RCPSC requires residency training programs to teach 
biomedical ethics as a condition of accreditation (RCPSC, 2004) 
and maintains a well-developed online Bioethics Education Project 
that includes cases, primers in areas such as moral theory and 
research ethics, educational objectives, and the opportunity to 
participate in interactive modules.  Despite these signifi cant strides 
in North American residency training and accreditation, it is 
unclear whether residents eff ectively, effi  ciently, and appropriately 
address ethical issues as they arise, either generally or in the specifi c 
domain of neuroscience and emerging neurotechnologies for 
diagnosis, prediction of disease and intervention.  In one past 
study, Schuh and Burdette (2004) evaluated a case-based ethics 
curriculum for Neurology residents developed by the American 
Academy of Neurology’s Ethics, Law and Humanities Committee. 
Post-survey satisfaction scores improved over pre-participation 
scores by 19%. Many residents reported that the course increased 
their confi dence in understanding and addressing ethical issues in 
practice, and that the time commitment required was acceptable. 
Another study for neurology residents was performed by 
Watling and Brown (2007) who were concerned with the limited 
communication training available to residents. Neurology residents 
participated in six case-based pilot workshops that emphasized 
skills and ethically refl ective practice. In post-test evaluations 
of this program, residents rated the workshops as eff ective and 
relevant. 

Th e education program in Clinical Neuroethics that we discuss 

here builds upon such past eff orts and on the strong foundation for 
ethical awareness and practice established by the AAN and RCPSC. 
Th e Program provides a scaff old for ethics content about specifi c 
clinical neuroscience contexts and encourages residents to inform 
their own ethics training by identifying cases and issues that are 
most relevant to their practice.  In this regard, this program serves 
the dual purpose of providing an educational platform to medical 
residents specifi cally about ethical challenges in the neurosciences, 
and creating a forum for active dialogue.

Foundations of  an Educational  Model

It has been suggested that knowledge dissemination in the sciences 
is most eff ective when it places person-centered, experiential 
knowledge and situational analysis on par with factual fi ndings 
(Miles, Lane, Bickel, Walker, & Cassel, 1989; Kothari, et al., 2005). 
Understanding the dynamics of interpersonal connections and 
decision-making therefore must be at the centre of curriculum 
and instruction. As we have discussed elsewhere (Buchman, 
Lombera, Venkatachary, Tairyan, & Illes, forthcoming), learning 
simultaneously transforms what one knows and what one practices 
when this is achieved. Like Gagne (1980) who believed that “the 
central point of education is to teach people to think, to use their 
rational powers and to become better problem solvers” (p. 85), our 
conceptual framework for clinical neuroethics education refl ects 
communication, responsiveness and non-hierarchical relationships 
between the constituencies of researchers, clinical practitioners and 
ultimately the translators of the knowledge of these relationships 
to clinical practice. Indeed, our goal is to reduce the gap between 
‘know what’ and ‘know how’.

Vygotsky (1978) argued that education is a matter of engaging 
learners within their zone of proximal development. Th is zone 
is the space that falls between what learners can do on their 
own and what they can do with expert guidance. In alignment 
with this view, the humanities have historically embraced a 
developmental approach to education under the premise that 
learning is a personal search for meaning. In such a developmental 
approach, teachers and programs support the learners through 
dialogue and questioning.  We embody these principles in two key 
related features of our Clinical Neuroethics education program:

(1) A commitment to exploring the foundations of biomedical ethics 
deeply with resident physicians and to translate these foundations 
into practice in the clinical neurosciences. 

(2) A focus on the process of addressing ethical issues through 
dialogue and refl ection. 

Th e second feature has been highlighted before by others as a 
hidden curriculum (Haff erty & Franks, 1994; Miles, Lane, Bickel, 
Walker, & Cassel, 1989), one that implicitly fosters collaboration, 
communication, problem solving, and critical and creative thinking 
as fundamental competencies. Our approach to program design, 
development, implementation and evaluation takes the learners 
on board in such a partnership role. 
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Clinical  Neuroethics  for  Medical 

Residents  in  the Cl inical 

Neurosciences 

Foundational Principles

In Jonsen, Siegler and Winslade’s (1998) seminal work, Clinical 
Ethics, the authors defi ne clinical ethics as “a practical discipline 
that provides a structured approach for identifying, analyzing, and 
resolving ethical issues in clinical medicine” (p. 1). Th e authors 
note that medicine – and by extension all healthcare – is a process 
of engagement and exchange between human beings and thus 
resides within a moral context. Scholarly engagement and skill 
development in neuroethics, like bioethics, is not an innate skill and 
requires specialized training. Singer, Pellegrino and Siegler (2001) 
conceive of the process of being ethical as a series of professional 
skills. Learning and developing professional skills and traits – 
practical wisdom – refl ects an agent-based virtue ethic that places 
the integrity of the clinician, and virtues such as trust, benevolence, 
and compassion, at the core of clinical medicine (Lakhan, Hamlet, 
Mcnamee, Laird, 2009; Pelligrino, 2002). Th is notion of practical 
wisdom is refl ected in the Aristotelian virtue of phronesis. To 
possess phronesis is to develop capacity to consider the method 
and action to promote change, particularly in improving quality 
of life (Aristotle, 1999). Indeed, competency in ethics is associated 
with increased quality of patient care (Goold & Stern, 2006), 

A Pragmatic Approach 

Th ere is considerable debate about whether teaching the “virtues 
of medical professionalism” is too vague of a mandate for medical 
education. Some scholars argue that medical professionalism may 
not be a value than can be taught, particularly if taught by ethicists 
(Buyx, Maxwell, & Schöne-Seifer, 2008). Indeed, practical wisdom 
may be best absorbed experientially through bedside work and 
interactions with physician mentors. Accordingly, the Clinical 
Neuroethics program is intended to be a piece of a bigger puzzle 
insofar as it is designed to illuminate a path for medical residents 
to adapt themselves to the challenges of the bedside and to develop 
the ability to translate ethical reasoning into medical action.

Our working hypothesis is that by engaging medical residents in 
clinical neuroethics their ability to care for patients and families 
will improve through heightened critical refl ection on the ethical 
underpinnings of their work. Our approach is pragmatic. We focus 
on challenging clinical ethics issues that exist in real-world settings 
and embrace diff erent points of view. To achieve real, work-able 
solutions, we use a methodology that supports inquiry, discussion, 
negotiation, and refl ection (Fins, Bacchetta & Miller, 2003) about 
the many contextual variables at play in any particular case (e.g., 
religious views of the patient, family structure, socioeconomic 
status, legal parameters of the jurisdiction). Th e approach relies 
on a loose principle-based framework that guides deliberation 
in diverse scenarios rather than on fi xed ethical principles. It is 
entirely in keeping with the four pragmatic objectives of the ethics 
education program for Neurologists at the American Academy of 
Neurology (Fryer-Edwards, 2009) to:

• foster trainee professional development
• provide knowledge, skills, attitudes that will lead to improved 

patient care

• integrate multidisciplinarity with relevance to clinical practice
• pursue rigorous standards and clear expectations and 

benchmarks for achievements.

The  Program 

Program Launch

Th e Clinical Neuroethics program is designed to expand critical 
thinking skills with regard to clinical ethics and to fortify cutting-
edge clinical neuroscience and technology research with ethics 
knowledge.  At this stage, delivery of the program is executed 
in discipline-specifi c groups: ¬ Neurology, Neurosurgery, and 
Psychiatry.  Content and discussion are tailored to each group’s 
particular interests. Consider, for example, diff erent views on 
answers to questions such as: Will advances in neuroscience 
shed light on issues of decision-making capacity in individuals 
who experience symptoms of psychosis? How will psychiatry 
use this knowledge to respond to issues of autonomy and shared 
medical decision-making? What ought a resident in neurosurgery 
consider when obtaining consent from an individual for deep brain 
stimulation when all other treatment eff orts for depression have 
failed? What discussions are needed with families who, through the 
exuberance of the media, hear of hopeful treatment for conditions 
such as minimal states of consciousness but for which research is 
not ready to be applied clinically? What are the obligations for the 
ethical management and allocation of medical resources for brain 
diseases for which there are no cures in a public health system? 
Th e opportunity to engage residents in joint, cross-disciplinary 
sessions that can bring greater breadth to these vital discussions 
in ethics is a goal for the future. 

To establish a baseline of substantive ethics content, we provide a 
primer in biomedical ethics during initial sessions based largely 
on the “four principles”: respect for autonomy, benefi cence, non-
malefi cence, and justice (Beauchamp & Childress, 2001). Given 
our pragmatic approach and residents’ previous exposure to 
foundational concepts in biomedical ethics, our ethics education 
model quickly moves beyond consideration of these principles and 
focuses on resident-generated tough case discussions.  Here the 
emphasis is on didactic teaching where the residents inform the 
pedagogical output upstream (Reimschisel, 2009). For instance, 
during initial brainstorming sessions, residents in neurosurgery 
indicated that they were interested in learning about the current 
state of the bioethics literature with regard to deep brain stimulation 
to treat symptoms of Parkinson’s disease and treatment-resistant 
depression. To meet the need, we engaged the residents in a journal 
club based on a case study of a patient who revoked consent 
during awake craniotomy for the implantation of deep brain 
stimulation electrodes (Ford et al., 2007). Th is case stimulated 
considerable discussion on issues of capacity, consent, safety and 
autonomy, and prompted an evaluation of a risk-benefi t calculus 
for this type of procedure as compared to other less non-invasive 
neurosurgical operations. Several neurosurgery residents discussed 
the possibility that the patient may have incurred more harm by 
demanding that the procedure be stopped. Others suggested that 
the patient’s expressed wishes at the time of the surgery must be 
honored in consideration of autonomy, irrespective of any possible 
future benefi t that the surgeons believed might result from the 
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intervention. By contrast, one resident challenged the autonomy 
position altogether, arguing that the patient lacked capacity to 
make a decision as serious as to revoke consent.  

A diff erent but noteworthy experience emerged in a session 
with the psychiatry residents. When planning a journal club, the 
residents in psychiatry suggested another approach - they preferred 
to discuss a tough case that was drawn from our fi les. For this 
particular journal club, we developed “Th e Case of the Model HIV 
Patient, Parts I & II” (Box 1). Th rough the course of the discussion, 
and drawing upon the methodology of casuistry (Jonsen, 1991), 
we off ered prompts and parallels so that the psychiatry residents 
had opportunity to consider many facets of the case, possible 
ethical analytical approaches, and similarities to other classic and 
contemporary cases. Th e psychiatry residents were able to refer to 
bioethical principles and values such as autonomy, benefi cence/
nonmalefi cence, and the duty to care, and drew heavily upon 
their own experiential knowledge and learning. Accordingly, they 
informed the content of this session in a diff erent but equally 
valuable way than the residents in neurosurgery: the psychiatry 
residents molded a didactic experience to best address their 
learning needs. 

We have also developed a tough case template that residents 
can use to report or create, real or fi ctional, challenging ethics-
related cases. We use those submissions to directly inform content 
of future interactive sessions. Th e design and structure of the 
template has undergone several iterations informed by feedback 
from the residents themselves, culminating in a format that 
primarily accommodates narrative descriptions about the details 
and concerns about a case. In addition to substantial room for 
case description, the template features baseline questions such as, 
“Are other services involved?” “Does the patient have contributing 
co-morbidities?” “Capacity to make decisions?” “An advance 
directive?” “Surrogate decision-maker?”. Th e template has inspired 
signifi cant documentation of tough clinical cases, and requests 
have been made from various departments for electronic access 
and wide accessibility.

Initial “tough case” submissions served as a means for residents 
to frame and transmit their fi rst learning needs.  For one early 
Neurology resident journal club, we chose two provocatively 
titled cases – the “Case of the Life Not Worth Living” and 
the “Case of the Life Not Worth Saving” (Box 2) – that could 
be informed by the same ethics frameworks and concepts. 
We worked through them in the following three-step format: 

1. presentation of the cases and ethical concerns
2. presentation of fundamental ethical frameworks, concepts, 

and/or “classic” cases to inform ethical analysis
3. in-depth, interactive discussion of the cases

Th e cases of the ‘lives not worth living and saving’ were mapped 
onto a background of models of patient-physician relationships 
and concepts of respect for persons (what it does and does not 
mean), quality of life (what it means and who defi nes it), and 
medical futility. Th e deliberation was stimulating, if not cathartic 
– residents postulated how they might benefi cially handle similar 
cases and questions in future practice, and refl ected on past cases 
in a meaningful way. 

Program Evaluation

Formal measurements of the strengths and weaknesses of the 
program over the long-term will be critical to its ensuring success. 
To date, we can report on preliminary evaluations by neurosurgery, 
psychiatry, and neurology residents about their respective clinical 
neuroethics sessions that are largely positive and constructive. 
Th e evaluations are provided using a standardized Likert-scale 
questionnaire (1: strongly agree – 5: strongly disagree), with 
an optional comments section.  Each resident group evaluated 
their most recent session, for instance psychiatry evaluated the 
discussion of “Th e Case of the Model HIV Patient” (Box 1), and 
neurology and neurosurgery on tough cases in medical futility.  
Across all resident groups (n = 34), 97% of residents reported that 
their respective session was relevant to their practice and 85% 
agreed that they learned something new.  Of the 5 evaluators who 
did not agree that they learned something new, 3 were neutral 
and 2 disagreed.

 
Nex t Steps

Encouraged by the positive response to the program to date, we 
will continue on the trajectory described here and, in addition, 
expand the program in several new directions: resource materials, 
electronic newsletter, and community engagement. One arm of the 
new resource materials is a glossary of useful terms, literature and 
cornerstone cases in Clinical Neuroethics that we are developing 
in response to resident requests for relevant background in basic 
terminology, seminal texts, and practical resources. Th e glossary 
is designed to be concise rather than encyclopedic, with rapid 
access to front-line information and links to extensive readings. 
Th e second arm of the resources initiative is a Clinical Neuroethics 
Resource Guide with listings of local clinical ethics consultant 
and committee contact information, relevant journals, and texts 
that highlight and support the clinical ethics structures already 
established within our local community represented by the 
Vancouver Coastal Health Authority. 

Th e electronic newsletter is intended to keep busy residents up-to-
date with relevant readings, activities, and case analyses. It will also 
be made widely available in print and online to faculty and allied 
health professionals in the community. Inspired by the international 
network of successful science cafes (www.cafescientifi que.com), we 
look forward to piloting and evaluating a community engagement 
initiative we are calling “Café Neuroethique.” Characterized by its 
informal setting, open invitation to the local medical, academic, 
and public communities, and cooperative approach, the forum aims 
to stimulate discourse around issues relevant to neuroethics, to 
provide information in an accessible manner, and to inspire further 
consideration, collaboration, and research in the community. 

Conclusions

Training in ethics that has both roots in bioethics and is up to date 
with clinical neuroscience promises to positively impact quality of 
care at the bedside. Competency in ethics, like practical wisdom, 
takes time to mature. It requires an examination of the particular 
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situation at hand, space for dialogue, refl ection on decisions made 
and those in progress, and opportunity for collaboration. 

In refl ecting upon the guiding principles for the Clinical 
Neuroethics program and pilot experiences, we summarize 
our approach to shaping education in neuroethics as follows:

➢ We start with the learner’s/resident’s point of view and use 
experiential bridges between the learner’s experience, ways of 
knowing, and educational goals.  

➢ We continually incorporate resident direction and feedback.
➢ We aim to develop a responsive curriculum that is relevant and 

meaningful to the residents’ own practice and ethical challenges.  

Creativity and fl exibility are core factors in ensuring a close 
alignment of ethics instruction, neuroscience advancements, 
and clinical practice.  In an era of constant progress in clinical 
neuroscience, our ultimate goal mirrors that of medical educators 
and trainees – parallel progress in clinical neuroethics and quality 
of care.  

Case of  the Model  HIV Patient  –  Par t  I

Mr. Jones is a 40-year-old white male with diagnoses of both 
bipolar disorder and HIV.  He has been HIV positive for ap-
proximately 10 years, and his physician describes him as “a 
model HIV patient” – he is diligent with his treatment, engaged 
in understanding his disease, and never misses a dose of medica-
tion or a check-up.  Rigorous maintenance of HIV treatment is, 
he understands, essential to the mitigation of his viral load and 
the delay of AIDS onset.  

In addition to a physician for HIV, Mr. Jones regularly sees a 
psychiatrist for treatment of his bipolar disorder.  As a young 
man, he initially accepted treatment for bipolar disorder but 
later took a prolonged “vacation” from medication until his 
mid thirties.  At the time, he found the vacation “liberating” 
and believed that it allowed him to “think at his full capacity.”  
His behavior was frenetic, marked by risky sexual promiscuity 
and drug use.  It is likely that Mr. Jones contracted HIV and 
infected others during his manic states in this period. Following 
the strong recommendation of his physician, Mr. Jones renewed 
eff orts to treat his bipolar disorder in order to stabilize his mood 
and behavior.

Today he presents to his psychiatrist’s offi  ce complaining that 
– despite several years of attempting diff erent medications and 
dosages – he still feels “muted” by his bipolar disorder medica-
tions, faces uncomfortable side eff ects, and prefers the way he 
experiences life off  medication.  Mr. Jones announces that he 
intends to stop taking medication for bipolar disorder entirely 
and asks for advice about weaning.  

Th e psychiatrist believes that Mr. Jones’ prognosis without 
medication is poor at best and fatal at worst.  Th e psychiatrist 
is also concerned that if Mr. Jones stops his medication he may 
re-engage in his risky sexual behaviors.  It is his professional 
opinion that medication is directly necessary to manage bipolar 
disorder and indirectly necessary to manage HIV.

Case of  the Model  HIV Patient  –  Par t  I I

As a technologically savvy psychiatrist, you are aware of the 
hotbed of imaging studies on bipolar disorder as well as the 
remarkable impact that brain scans have on decision-making.  
For example, individuals are more likely to accept muddy scien-
tifi c reasoning if it is illustrated with a scan (McCabe, 2008) and 
surveyed patients predict an increased willingness to maintain 
treatment if their mental illness is “legitimized” with an image 
(Illes, 2008).  

You are also aware of the limitations of current imaging technol-
ogy as it applies to psychiatric diagnosis and treatment.  

Would you consider ordering a scan for Mr. Jones, knowing 
that it could make his disorder “real” to him and convince him 
to continue treatment (and, indirectly, potentially prolong his 
life in a signifi cant way)?

Box 1. Example psychiatry cases

Case of  a  Life  Not  Wor th Living

A 50-year old man is in the ICU.  Aft er a lung transplant 20 years 
earlier, his lung function is now limited such that he is ventilator 
dependent at night.  He is tracheostomised, and he faces recur-
rent infection with multi-drug resistance.  Th e patient is awake, 
however, and can still be taken on outings with great eff ort.  

In light of his situation, the ICU staff  convinces the patient 
that his life is not worth living and that he should not use the 
ventilator any further.

Case of  a  Life  Not  Wor th S aving

60-year old male was admitted with a right anterior cerebral 
artery stroke and a right middle cerebral artery stroke.  Th ese 
contributed to an increased risk of herniation.  Th e neurology 
team felt that a hemicraniotomy would save the patient’s life.  
Neurosurgery felt that it would not save quality of life, however.  

Surgery was not done, and the patient died due to herniation.

Box 2. Example neurology “tough cases.”
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Introduc tion

Neuroethics has two distinct components.  First, it 
encompasses all aspects of ethical decision-making 
involving patients suff ering from neurologic and 

psychiatric diseases. Second, it elucidates the neuroscientifi c basis 
of ethical decision-making.1

Training programs for adult and pediatric neuroscience clinicians 
(primarily neurologists, neurosurgeons and psychiatrists) have 
a responsibility to incorporate educational activities focused on 
neuroethics within their teaching programs.  Th is will ensure 
future neuroscience clinicians begin to develop capacity and 
expertise in clinical neuroethics to better prepare them for the 
ethical challenges they will face upon entry into careers in clinical 
practice or as clinician scientists.  In addition, the Royal College 
of Physicians and Surgeons of Canada (RCPSC), the body which 
determines objectives for training programs as well as accrediting 
them, currently mandates training programs to do this2, 3, 4.  A 
recent letter in Science highlights the need for neuroethics teaching 
in neuroscience research education programs.5 
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SELECTED HALIFAX CONFERENCE PROCEEDINGS

If the new and rapidly expanding discipline of neuroethics 
is to have a signifi cant impact on patient care, the 
neuroscience clinicians must become familiar with the 
discipline, and be competent and comfortable in applying 
its cognitive base and principles to clinical decision-
making. Familiarity with and practical experience in the 
application of basic biomedical knowledge and principles 
to clinical decision- making in the neurosciences becomes 
the essential foundation on which to begin to integrate 
neuroethics into medical education. The place where the 
building of this foundation and the initial exposure to 
neuroethics must begin is in the residency program. This 
article describes the approach developed in the neurology 
residency education program at the University of Calgary 
to move toward achieving this goal. The key elements for 
the development and successful implementation of the 
program are outlined and a brief overview of the topics 
covered in the sessions is described. 

Abstract

Key words:  neuroethics, medical education, 
neurosciences.
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Th is report outlines the development and current status of 
neuroethics teaching in the adult neurology training program 
in the Department of Clinical Neurosciences at the University of 
Calgary.  We believe that our experience may be of value to other 
clinical neuroscience training programs which are developing 
programs of their own.

How We Arrived at  Where We Are 

To day 

Th e formal teaching of neuroethics began in 2001.  Th e fact that a 
faculty-wide accreditation visit by the RCPSC was scheduled for 
early in 2003, undoubtedly helped move the initiative forward.  
Since 2006, there has been a minimum of six, one-hour sessions 
per year devoted to neuroethics and professionalism as part of 
the formal, weekly academic half-day program.  Th e sessions are 
typically held over the noon hour and the program provides lunch.

Initially the content of the sessions was determined by the faculty 
member (KB) who was the lead for the program.  In 2006, regular 
resident (PC) input into planning and leadership for the sessions 
was initiated.  In 2007, intermittent formal neuroethics expertise 
(WG) was added.

Current  Demographics  of  the 

Neurology Residents

For the 2009-2010 academic year, there are 18 trainees – 4 Post-
Graduate Year 5 (PGY5), 3 PGY4s, 2 PGY3s, 3 PGY2s, 5 PGY1s 
and 1 resident who is currently completing a PhD in neuroscience.  
7 of the trainees are International Medical Graduates of whom 4 
have their training supported by Saudi Arabian funding, while the 
other 3 are landed immigrants who had completed their medical 
degrees in their home countries prior to coming to Canada.  
Canadian graduates are from 6 diff erent medical schools.  Th e 
male and female numbers in the program are 12 and 6 respectively.  

Struc tured Versus Unstruc tured 

Curriculum

A more structured approach, focusing on acquiring an appropriate 
cognitive base for neuroethics, was attempted by using the 
American Academy of Neurology Ethics, Law and Humanities 
Committee’s Case-Based Curriculum for Neurology Residents.  
Another structured initiative, consisting of 4 sessions, each 
one focusing on one of the 4 principles (respect for autonomy, 
nonmalefi cence, benefi cence and justice) as per the work of 
Beauchamp and Childress7 was developed.  Selected readings 
from their widely read text served as reading material on which the 
discussion would be based.  Unfortunately, both of these initiatives 
failed to engage the residents.  As a result, it was decided to switch 
to a more unstructured curriculum as described below.  Th is 
approach was successful in engaging the residents in the sessions 
and thus has been continued.  

Nature of  the Current Teaching S essions

All sessions are informal and attendance is not recorded, but 
they are mandated by the training program. A semi-open group 
refl ects the residents’ reality of alternating schedules of call and 
vacation.  Pediatric neurology trainees participate in the program 
via a telehealth link-up.  Reading material or summaries of cases 
for discussion are pre-circulated electronically.  Occasionally a 
guest speaker may be invited to serve as a resource person for a 
particular topic being addressed.  At the start of the program there 
was a greater emphasis on discussion of issues of professionalism, 
but currently the greater emphasis has switched to neuroethics.

Examples  of  Topics  Discussed

1. Big Pharma and its role in marketing of drugs like Plavix® 
and Neurontin®.

2. Proposed policy for Academic Medical Centers for dealing 
with industry.

3. Industry funding of medical education.

4. fMRI in relation to emotional engagement in moral judgment.

5. Organ donation aft er cardiocirculatory death.

6. Incidental fi ndings in experimental brain imaging.

7. Th e scientifi c basis of infl uence and reciprocity.

8. Scientifi c integrity, publication and retractions.

9. Professional/ethical obligations in the face of risks to personal 
health (in relation to the anticipated HNI pandemic).

10. Dealing with medical errors.

Examples  of  Cases  Discussed

1. A young man living at home with his spouse and 3 small 
children was found to have cocaine with him when 
hospitalized with an acute delirium secondary to cocaine 
addiction.  Th e discussion focused on whether or not the 
treating neurology team had a responsibility to notify Child 
Welfare about the situation.

2. A patient with Creutzfeldt-Jacob Disease and the neurology 
team’s responsibility in providing information about the 
diagnosis to family members when there was a wish by some 
members to withhold the information from others.

3. A patient with an end-stage glioblastoma multiforme for whom 
the family wanted “all available treatment including cardiac 
resuscitation” undertaken to attempt to maintain the patient’s life.
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4. A patient with a large, benign frontal lobe tumor declined 
recommended surgical treatment.  Th e discussion focused on 
whether or not the patient had capacity to make this decision.

5. A young woman with end-stage amyotrophic lateral sclerosis 
requiring ventilation and nutrition via a G-tube when the 
only place available to provide this level of support was in an 
intensive care bed in the acute care hospital.  Th e discussion 
focused on what level of health care the patient could 
justifi ably expect to receive versus justice to others in terms 
of using a limited resource.

6. A patient who attempted suicide was admitted to the ICU, as 
ventilation was required.  Th e neurologist involved felt that 
continued support and observation was required to determine 
whether or not there would be recovery.  Th e family insisted 
that ventilatory support be withdrawn and only comfort 
measures off ered.  Th ere was no advance directive and no one 
had been designated as a power of attorney.  Th e discussion 
focused on what should be done.

Discussion

Little has been written about ethics teaching in adult neurology 
training programs.  A 1996 publication in Neurology8 reported 
results of a 1991 survey conducted by the Ethics and Humanities 
Subcommittee of the American Academy of Neurology on ethics 
education (the term ‘neuroethics’ had not yet been coined) in 
neurology residency programs in the United States.  No program 
that responded to the survey reported any formal education 
activities in ethics.  In 2004, Schuh and Burdette9 reported their 
experience with a formal neurology resident ethics curriculum.  
No further reports were found.

In informal discussions with others, it appears that regular teaching 
sessions devoted to neuroethics within a formal academic teaching 
program are uncommon in neurology training programs in Canada.  
We believe that the initial and then continuing enthusiastic support 
of the program director, Dr William Fletcher, has been critical to 
the success of the program.  It was his decision to assign time for 
ethics in the formal educational program which demonstrated to 
residents and staff  that this was not simply an add-on topic to be 
learned on an ad hoc basis.  

Th ere have been challenges to off ering our program.  Although 
our program is of modest size in comparison to other Canadian 
programs, the actual number of residents in any one year is small. 
Th us the program has to be designed to appeal to all level of 
trainees.  Th is will necessarily lead to some repetition of material 
from year to year and occasional presentation of material for 
which more junior trainees may be less prepared.  However, 
the current focus on case-based discussion makes this less of a 
problem as trainees at all levels experience these clinical challenges. 
We also believe that as an adequate moral space, it goes beyond 
conventional seniority.  

We believe that our approach provides the residents with the 
opportunity to develop their sensitivity to the neuroethical 
dimensions of clinical care and an approach to learning how to 

deal with the issues.  At the same time, by framing discussions 
and decision making in terms of specifi c ethical principles, the 
cognitive base of the discipline can be learned as well.  

We have been unable to come up with a satisfactory method of 
evaluating our program to determine if we are meeting these goals.  
Th ere is no doubt that having a more formal, didactic program 
with an evaluation at the end9, would show short-term outcomes 
in terms of acquisition of cognitive material.  However, this would 
not tell us anything about whether we were making a diff erence 
in the long term (for example once the trainees enter practice), 
which is the goal of our work.

Although our trainees are becoming more comfortable with 
identifying and approaching neuroethical issues in their patients, 
they frequently have diffi  culty engaging their attending staff  in 
discussing and arriving at plans to deal with the issues.  An ongoing 
program for staff  aimed at facilitating their abilities to verbalize 
their understanding of and approach to decision making would 
be one way to deal with this.  Another option would be to have 
Neuroethics Ward Rounds for the team supported by someone 
with ethics expertise on a regular basis.  One way of developing 
this expertise would be to have an ethics elective for a resident 
interested in taking an active part in teaching neuroethics to 
trainees. To date we have not implemented any of these initiatives.

A fi nal challenge is the issue of sustainability of resident and 
preceptor leadership.  Currently another staff  physician has agreed 
to begin participating in the sessions with the long-term plan of 
taking over the role of program leader to replace KB, who has been 
involved with the program since its inception.  PC, the resident 
leader will be completing his residency this academic year, and 
a search for a replacement resident leader who has an interest in 
neuroethics as well as interest in developing expertise needs to 
be initiated.  Additionally, a new program director has just taken 
over leadership of the program.  

For those clinical neuroscience programs considering developing 
a formal program in neuroethics, we off er the following 
recommendations.  

1. Obtain a commitment of support for the proposed program 
from the program leadership. 

2. Identify a teacher/clinician as the leader of the program and 
provide that person with the opportunities to develop their 
expertise in the discipline of neuroethics if they do not have 
that expertise already.

3. Identify a resident to be co-leader of the program and provide 
that person with opportunities to develop their expertise in 
the discipline.  One such opportunity would be an ethics 
elective for that resident.

4. Identify an ethicist (ideally a neuroethicist) to act as a 
consultant to the program leaders and to occasionally 
participate in sessions.

5. Didactic presentations should generally be avoided.  Ethical 
principles need to be named and discussed within the 
framework of case or literature discussions.
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6. Case-based discussions should focus on cases that residents 
have dealt with or observed during the course of their clinical 
rotations. 

Conclusion

In this report we make the case for the inclusion of neuroethics 
teaching within the formal academic education programs of 
clinical neuroscience training programs and describe the approach 
and experience of the adult neurology training program in the 
Department of Clinical Neurosciences at the University of Calgary 
in doing this.  A number of recommendations are made for 
programs, which are considering developing neuroethics teaching.  
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and Quebeckers are large consumers of psychotropic drugs. For 
example:

• In 2002, Canadians were among the leading users of 
psychotropic drugs worldwide (Rehm & Weeks, 2005).

• During 2000, 19.4% of Quebeckers over 65 years of age 
received at least one prescription for benzodiazepines 
(RAMQ, 2001).

• Among minors, between 1993 and 1999, prescriptions for 
psychostimulants increased by over 200% (Collège des 
médecins du Québec & Ordre des psychologues du Québec, 
2001).

Among other factors which have attracted the attention of the 
Commission may be noted: the popularity of nonprescription 
products that stimulate cognitive functions (“smart drinks”, 
Omega-3 , etc.); the development of this branch in the 
pharmaceutical industry; the immense hopes, both in people 
suff ering from mental disorders and among “healthy” people, to 
maintain or enhance the cognitive functions, or to regulate their 
moods; and fi nally, the incomplete information on long-term side 
eff ects on the nervous system.

Th is article presents a part of Commission’s position statement. 
It is divided into two parts. First, we will describe the state 
of the Commission’s refl ection on ethical issues raised by the 
expanded uses of psychotropic drugs. Th en, we will explain the 
recommendations and cautionary notes that have emerged from 
this refl ection.

Two Types of  Expanded Uses 

It is important to clarify what is meant by “expanded use”. For its 
part, the Commission has defi ned the term “expanded use” as use 
going beyond the scope of established practices, and has for this 
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If the new and rapidly expanding discipline of neuroethics 
Recently, the use of psychotropic drugs has increased in 
Quebec. Several factors may explain it, including expanded 
uses which aim to improve cognitive function in the 
absence of known mental problems. Theses uses involve 
ethical and social choices, which go beyond the medical 
setting and include the public participation of experts and 
citizens.

This article lays out the position of the Quebec’s Science 
and Technology Ethics Commission, which has addressed 
this issue and published a position statement in autumn 
2009. We present two categories of expanded uses, namely 
the “Medical” and the “Lifestyle”. Then we focus on values 
and ethical issues related to expanded uses. These ethical 
issues pose a challenge for the individual, the State, the 
media and the pharmaceutical industry; and they play out 
in the short, medium and long term. In addressing these 
issues, the Commission makes several recommendations.

Abstract
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Introduc tion

The Commission, established in 2001 by the Government of 
Quebec, has a twofold mission. It is fi rstly to inform, raise 
awareness, gather opinions, foster refl ection and organize 

debate on the ethical development of science and technology; and 
secondly, to propose general guidelines for stakeholders to refer 
to in their decision making.

In November 2006, the Commission decided to produce a position 
statement on psychotropic drugs. Several factors have motivated 
the Commission’s interest. Th e leading factor is that Canadians 
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reason identifi ed two types of “expanded uses”: the “Medical” type 
and the “Lifestyle” type. 

Th ese two categories are not completely independent of one 
another. On the one hand, several stakeholders and contextual 
elements are common to both categories. On the other hand, 
scientifi c research and applications are guided by standards which 
are culturally determined. However, the two categories have been 
distinguished for the purposes of demonstration.

Expanded Uses of the “Medical” Type

Th is kind of use is primarily within the sphere of expertise of 
physicians and in a context of professional practice which is 
perhaps not unique to Quebec, but is nonetheless part of the set 
of problems at issue here: the non-optimal organization of health-
care network and the emphasis on the concept of prevention 
resulting in individuals taking medication. Some aspects are more 
common: scientifi c uncertainty due to lack of knowledge about 
brain function and the modes of action of psychotropic drugs; 
diagnosis of a mental or neurological disease may be harder to 
establish on an objective basis than a physical disorder; the well-
known but nonetheless real diffi  culty of distinguishing between 
“therapy” and “enhancement”.

Given that physicians are with few exceptions the only professionals 
in Quebec authorized to prescribe drugs, the Commission has 
focused on factors likely to infl uence their prescribing practices, 
in particular:

• Th e limits of knowledge about psychotropic drugs as well 
as mental and neurological illness: this factor involves the 
limited nature of evidence, mostly drawn from clinical trials 
which replicate little of everyday reality.

• Th e infl uence of the pharmaceutical industry: pharmaceutical 
companies promote their products, whether targeting doctors, 
pharmacists or the general public.

• Th e organization of the Quebec health and social services 
system: it operates as a series of silos, and has to contend 
with a fairly widespread shortage of human resources; in 
that context, prescription drugs can be seen as tools off ering 
temporary relief.

• Patient demand: Before consulting a health professional, an 
individual has access to abundant sources of information: 
television, the Internet, books and scientifi c or general-
interest magazines, etc. Th us, he may have made up his mind 
in advance and have specifi c requests.

As is the case with any use of medication, expanded uses of 
the “Medical” type lead to consequences, one of them being 
a main anticipated benefi t and four being potentially adverse 
consequences.

• Th e main anticipated benefi t is the advance of knowledge 
through clinical use in a population with a diverse life and 
health profi les.

• Accessibility and quality of care may be reduced as a result of 

expanded uses of psychotropics if physicians promote a drug 
therapy “by default” so as not to leave people without care. 
Paradoxically, the increase in consultations could result in 
less screening and inadequate follow-up for users diagnosed 
with mental and neurological illnesses.

• Individual safety is at stake, since increased use of 
psychotropics may be accompanied by increased risks of 
the prevalence of adverse reactions. Also, the safety of others 
is at stake since workplace or traffi  c accidents may increase, 
that could bring consequences at the collective level, given 
that Quebec’s social security net provides for compensation 
in both cases.

• Trivialization of psychotropic drugs. Given the diagnostic 
uncertainty and the daily disruptions experienced by people 
with mental disorders, there is a possibility of “overdiagnosis” 
and “overprescribing” psychotropics. But the fact a medical 
diagnosis has been made may change an individual’s 
perception of his situation because it implies that illness is 
involved. Moreover, when the expert proposes that a patient 
take medicine, this has the eff ect of legitimizing treatment. As 
a result, there exists a risk of medicalizing life events whereas 
they do not necessarily belong to the fi eld of medicine.

• Th e role played by physicians in promoting meliorism. 
Several reasons may explain why physicians prescribe or 
not; however, in prescribing psychotropic drugs for non-
clearly-therapeutic purposes, physicians are contributing 
to the trend of meliorism and performance as well as to the 
trivialization of drug use.

Expanded Uses of the “Lifestyle” Type

Th e values of performance, effi  ciency and enhancement have 
been positive ones throughout history and in diff erent societies, 
although the fact they are perceived in idealized terms raises 
questions. What ought to be “a means to an end” has become an 
end in itself.

Some psychotropic medications are used to meet social expectations 
– performance, health, “youth”, etc. Th ese practices necessarily 
involve the idea of “normality”, which can be understood as a 
statistical concept, or may refl ect social or subjective decisions. 
Moreover, “normality” and “norm” are intimately linked: social 
or axiological normality may lead to a norm, i.e. to a statement 
describing what to do or to refrain from doing. People deviating 
from these norms, through behaviour deemed inappropriate or, 
more generally, who do not “perform well” may be stigmatized.

Th is normalization of conduct and mood may lead to social 
homogeneity. Th e defi nition of normality changes, when people 
use psychotropic medications in pursuit of certain standards or an 
ideal: if it is “normal” to use drugs for non-therapeutic purposes, 
then normality becomes a medicated normality.

In its analysis, the Commission has singled out three particular 
factors that may infl uence expanded uses of the “Lifestyle” type, 
namely:

• Th e infl uence of the pharmaceutical industry: Pharmaceutical 
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companies have recognized the market growth potential of 
psychotropic uses for the purposes of enhancement. Th eir 
promotion reinforces the perception that medicines are 
useful, even necessary, in non-medical life situations.

• Th e Media and the Internet: Th e media are major sources 
of information that generally present medications in a 
positive and uncritical light, reinforcing the same compelling 
picture of life. Also, people may decide to buy medicines at 
cyberpharmacies, based on inadequate information or even 
minimal awareness about the risks associated with lack of 
knowledge of the product being purchased.

• Diff erences between psychotropic drugs and other CNS 
stimulants/depressants: Some people liken taking psychotropic 
medications to taking products such as coff ee and alcohol, 
which are nonetheless recognized to be harmful when 
consumed in large quantities – which nevertheless remain 
both accessible and popular – whereas for psychotropics, the 
long-term eff ects are poorly documented.

In terms of consequences, expanded uses of the “Lifestyle” type 
present the same risks as of the “Medical” type, although other 
risks are specifi c to “Lifestyle” type uses. Th e Commission has 
singled out three anticipated benefi ts1, namely:

• Th e enhancement of certain cognitive abilities. People stand to 
gain both personally and socially when they enhance mental 
abilities. In this perspective, enhanced cognitive functions 
also contribute to meet the demands of the labour market, 
which represents a gain both for employers and employees.

• Th e regulation of mood, behaviours and personality traits. 
Psychotropic drugs can quickly make people feel better, while 
promoting better integration; at least that is what many users 
hope. Feelings of grief and sadness decrease, while self-esteem 
and a sense of performance and of effi  ciency are expected 
to increase.

• An increase in cognitive functions leads to a rise in incomes 
and an improved quality of life. Several factors increase 
cognition: healthy eating, physical exercise, intellectual 
stimulation, etc. However, some people have limited cognitive 
abilities and are unlikely to improve them; these people stand 
most to gain from a pharmacological enhancement of their 
cognitive functions.

But expanded “Lifestyle” uses do not just involve benefi ts. Risks 
are associated with this type of use, and some social factors that 
contribute to this type of use also constitute issues of their own:

• Risks to personal safety: In the short term, the use of 
psychotropic drugs provided by friends or bought illegally 
exposes consumers to the risks associated with the use 
of psychotropics and those relating to the unknown 
characteristics of medications ingested. In the long 
term, science cannot tell what the eff ects of psychotropic 
medications are on the brains of healthy people.

• Psychological dependence: For people using and benefi ting 
from psychotropic medications, the fear of losing such 

benefi ts is a powerful motivation for continuing to take 
the medications, even when medical conditions no longer 
indicate such use.

• External pressures: Social pressures, even to the point 
of coercion, have an impact on the process of individual 
decision-making. People resort to expanded “Lifestyle” type 
uses in pursuit of a certain ideal, self-image and group, both 
in their professional and personal life.

• Trivialization of psychotropic drugs: Th e point has already 
been discussed but it is even more a concern for expanded 
uses of the “Lifestyle” type. Indeed, in this case, the use of 
psychotropic medications is designed to help fulfi ll idealized 
norms, images or values. Also, the fact that consumers 
overstate the desired benefi ts and under-estimate the risks 
increases the trivialization of “Lifestyle” uses.

Summar y

• the fi rst category is more of an extension of therapeutic uses 
of psychotropics while the second illustrates expanded uses 
in the absence of a therapeutic objective;

• the same stakeholders are oft en involved;

• the motivations underlying expanded use have diff erent 
purposes; as a result, there are multiple perceptions about 
drugs and their uses;

• it is not always easy to distinguish between therapy and 
enhancement, and as a result it is relatively easy for anyone 
to justify resorting to psychotropics;

• the idea of normality is central to the concept of improvement;

• a widely available and transparent scientifi c information of 
a high quality is important; however this precondition is 
not always met, neither for the public nor for professionals;

• regardless of the categories used here, the increased use of 
psychotropics raises the broader question of the identity and 
the representation of the human being.

Recommendations and Cautionar y 

Notes

In considering expanded uses for the purposes of enhancement/
regularization, the Commission has identifi ed four essential values, 
namely:

• the protection of individual health and safety;

• autonomy and the affi  rmation of individual freedom;

• equity;

• representations of the human being.
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Th ese values in turn have led the Commission to make eleven 
recommendations.

Recommendations

Th ese recommendations are organized around six themes:

1. Acquisition of knowledge about the current uses of 
psychotropic drugs and their diff erent potential impacts 
on the central nervous system on the short, medium and 
long term.

 In order to be able to quantify and qualify the short, medium and 
long term eff ects of psychotropics in Quebec, the Commission 
makes a three-point recommendation, calling to survey current 
uses and their evolution over time; to study qualitatively and 
quantitatively the use of psychotropic drugs and their various 
impacts; and to document the practices of physicians with respect 
to psychotropic drugs.

2. Objective and exhaustive transmission of scientifi c 
information related to the central nervous system, 
psychotropic drugs, recognized non-pharmacological 
treatments and, in general, information on mental and 
neurological diseases.

 Th is theme relates specifi cally to the transmission of scientifi cally 
valid information. Stakeholders have diff erent knowledge profi les 
and access diff erent modes of information transmission. Given 
the importance of this issue, the Commission makes four 
recommendations concerning the Internet quality of scientifi c 
information and the general public; addressing the responsibility 
of the stakeholders in the fi eld of information to disseminate 
critical and balanced scientifi c information to their audiences; 
relating to the modes of information transmission for general 
practitioners who provide care for the majority of patients 
suff ering from mental or neurological disorders; and referring 
physicians to the social dimension of their role, in the phenomena 
of medicalization and medicamentation of life situations.

3. Regulation of direct-to-consumer advertising of 
prescription drugs.

 Th e fact that drugs are approved by Health Canada and are 
prescribed by physicians tends to reinforce the perception of 
safety. Th us, transparency and accuracy of information about the 
risks and benefi ts of medications are central to the trust people 
place in monitoring authorities, pharmaceutical companies and 
prescribers. In this regard, the current Canadian regulatory 
framework – which prohibits direct advertising of the kind found 
in the United States – is not well adapted, since the ban is easily 
circumvented.

4. Th e drug licensing process.

 While the various initiatives of regulatory agencies regulators 
to have all research results disclosed in a registry are defi nitely 
a step forward, they are based essentially on the goodwill of 
pharmaceutical researchers and companies. A disclosure of 

clinical trials and of all results compulsory, in an accessible, 
public and updated registry, is needed.

5. Organization of the health and social services network, 
particularly regarding integrated practices in mental health 
and service delivery.

 Th e Commission has focused on the impact that current 
organization of the network may have on the value of “equity”. 
Th ree recommendations are made in this regard relating to 
the coordination of care since disruptions in the continuity 
of care and services would contribute to expanding “Medical” 
and “Lifestyle” uses; concerning non-drug therapies, in which 
the costs of consultations are not covered by the public system 
when they take place in private clinics, but not all Quebeckers 
have access to private insurance plans. Th is situation leads to 
unequal access to care and services for non-medical services 
and is particularly disturbing, given that in the case of several 
mental and neurological diseases, the combination of “drug 
therapy/psychotherapy” provides better short-term results; and 
to demonstrate the potential positive eff ects of greater access to 
non-drug therapies.

6. Participation of civil society in social and ethical debates 
related to expanded uses of psychotropic drugs.

 
 Th e desire for improvement is part of the human condition, 

but the question of enhancement by means of psychotropic 
medications – infl uencing the functioning of the brain, which 
is the organ representing the seat of the soul, and of personal 
identity – leads to debates on the nature of the human being, 
on what it means to live a successful life and on self-realization. 
Whether representations of the human being are religious in 
nature, based on naturalism or based on dualism, they are being 
rocked by advances in neuroscientifi c knowledge.

When it comes to defi ning what is meant by health, therapeutic 
use and cognitive enhancement, there is a lot of debate but not 
much consensus. Given the democratic and pluralistic nature of 
contemporary societies, it is diffi  cult to invoke a single overarching 
vision of the common good. Political authorities are well-suited 
to arbitrate between diff erent visions and to ensure that the 
community values are not subordinated to the interests of the 
few. However, expanded uses go far beyond the frameworks of 
expertise of health professionals and the “expert/political class” 
relationship. Several other stakeholders are concerned, starting 
with the citizen-as-user, and should participate in social and ethical 
debates on expanded uses of psychotropics. Excluding them would 
undermine the legitimacy and eff ectiveness of decisions taken 
by others.

Cautionar y notes

In cases where it seems impossible to make a recommendation 
on a given issue, the Commission provides cautionary notes. Two 
particular factors identifi ed as issues in the position statement: 

Th e fi rst cautionary note concerns the value of “autonomy and the 
affi  rmation of individual freedom”. 
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By placing too much emphasis on autonomy and individual 
responsibility, one risks forgetting the other factors that infl uence 
an individual’s health, such as the physical environment and the 
social milieu, as well as the responsibilities of other stakeholders. 
In addition, some expanded uses of psychotropic medications 
meet the expectations of society while camoufl aging the social 
causes of these expectations.

Th e second cautionary note relates to equity and the accessibility 
of medications. A reading of statistics as well as scientifi c literature 
suggests 1) that expanded “Medical” and “Lifestyle” uses will 
continue to increase and 2) that new psychotropic drugs are more 
expensive than drugs previously used. Th erefore, the Commission 
is concerned about the impact this increase may have on the list 
of medications eligible for reimbursement2, the aff ordability of 
drug insurance plans and the possibility that people suff ering 
from pathologies could be faced with unmanageable fi nancial 
obligations.

Conclusion

Issues and ethical values associated with expanded uses of 
psychotropic drugs aff ect both individuals and society as a whole; 
these issues and values challenge the individual, the State, the 
media as well as the pharmaceutical industry, and are playing 
out over the short-, medium- and long-term. Th ese issues call for 
ethical and social choices that go beyond the medical setting and 
illustrate the need to broaden the debate.

Footnotes:

1. Th ese potential benefi ts depend largely on public perceptions, 
since the few scientifi c studies devoted strictly to the use of 
psychotropics for the purpose of enhancement do not make 
it possible to confi rm the existence of such benefi ts.

2. Since 1997, all Quebec citizens benefi t from universal 
coverage of prescription drug insurance, either through the 
government-run prescription drug insurance plan or a private 
group insurance plan.
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In 2005, Nova Scotia updated its mental health legislation 
with the Involuntary Psychiatric Treatment Act1 (‘IPTA’), a 
long-awaited improvement over earlier legislation that termed 

psychiatric patients ‘lunatics’ or ‘the insane.’2 While IPTA no longer 
uses disrespectful language, it remains problematic in another 
way, however. 

 IPTA’s s.39 empowers a substitute decision-maker to make 
treatment decisions for an involuntarily committed psychiatric 
patient3 using patients’ prior capable informed expressed wishes, 
unless doing so endangers the patient’s (or others’) “physical or 
mental health or safety”, whereupon “best interests” are substituted.4 
Th ese words harbour radical negative eff ects: imposing treatment 
despite capable prior wishes displaces Canada’s common law5 and 
legislation governing advance directives.6 Requiring only mentally 
but not physically ill persons7 to have medical decisions imposed 
upon them seems intuitively unacceptable and suggests blatant 
discrimination.8 Mentally ill persons have endured a long history 
of discrimination, inconsistent with modern Charter values. It 
is disappointing to see this same dynamic within IPTA,9 one of 
Canada’s most recent provincial mental health statutes.

Th is paper argues that IPTA s.39 violates the Canadian Charter of 
Rights and Freedoms’10  s.15(1) equality guarantee. First, applying 
the vision of substantive equality elucidated in R. v. Kapp,11 I 
explore whether s.39 creates a distinction under s.15(1). Next, 

in light of disadvantages aff ecting psychiatric patients, I ask if 
s.39 constitutes affi  rmative action, under s.15(2) of the Charter, 
immunizing it from challenge.  If not, does s.39 violate the equality 
guarantee of s.15(1), in its treatment of patients? Finally, I examine 
whether any infringement may be upheld as a policy decision 
under s.1 of the Charter. 

Does s.39 draw a dist inc tion based on 

an enumerated or  analogous ground?

A long history of exclusion, shame, fear, segregation, and 
mistreatment has been associated with mental illness. Under, 
s.39 patients detained involuntarily due to mental illness may be 
treated with mind-altering pharmaceuticals against their express 
wishes, made earlier, while competent. While some may claim such 
treatment to be benefi cent and aimed at furthering the patient’s 
best interests, in reality, such forced treatment seems to have more 
in common with historical mistreatment, because it suggests that 
these patients’ wishes are not worthy of respect and that their legal 
rights are trivial. Th is does not seem in keeping with the concepts 
of equality and human dignity central to the Charter. 

Section 15(1) of the Charter states: “Every individual is equal before 
and under the law and has the right to the equal protection and 
equal benefi t of the law without discrimination and, in particular, 
without discrimination based on ...mental or physical disability.”12 
In Law v. Canada, the purpose of s.15(1) of the Charter was found 
to be:

...to prevent the violation of essential human dignity 
and freedom through the  imposition of disadvantage, 
stereotyping, political or social prejudice, and to promote 
a society in which all persons enjoy equal recognition at 
law as human beings  or as members of Canadian society, 
equally capable and equally deserving of concern, respect 
and consideration.13

In turn, s.15(1)’s purpose is to identify discrimination (against 
individuals or groups), defi ned as:

…a distinction, whether intentional or not, but based on 
grounds relating to personal characteristics of an individual 
or group, which has the eff ect of imposing burdens, 
obligations or disadvantages on such individuals or groups, 
not imposed on others, or which withholds or limits access 
to opportunities, benefi ts and advantages available to other 
members of society.14                                                                          
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IPTA s.39 satisfi es the threshold criteria for a s.15 Charter 
challenge. Section 39 constitutes suffi  cient State involvement 
and reveals evidence suggesting (a) a distinction or diff erential 
treatment of one group compared with another, (b) in which 
one group receives greater benefi ts, legal protection or other 
advantage, without justifi cation.  Section 39 permits overriding 
prior wishes in involuntary psychiatric patients but not patients 
without mental illness, but suff ering from physical illness.15 In 
both groups, patients have competent prior wishes, but in only one 
group are those wishes respected. Th us a distinction exists based 
on the enumerated ground of mental disability, which creates lesser 
legal protection for these individuals, attracting s.15’s attention.

Is  s.39 an ameliorative program 

under s.15(2)  of  the Char ter?

Charter ss. 15(1) and 15 (2) must work together, to promote 
an overall “vision of substantive equality.”16  Upon fi nding a 
distinction, attention shift s to s.15(2), asking if the diff erential 
treatment “has as its object the amelioration of conditions of 
disadvantaged individuals or groups”, allowing it to escape being 
ruled discriminatory. “Any law, program or activity” may constitute 
an ameliorative program so IPTA s.39 may qualify.

Is s.39 an ameliorative program under s.15(2) for redressing 
psychiatric patients’ disadvantage? Th e test is: “A program does 
not violate the s.15 equality guarantee if the government can 
demonstrate that: (1) the program has an ameliorative or remedial 
purpose; and (2) the program targets a disadvantaged group 
identifi ed by the enumerated or analogous grounds.”17 Th is requires 
determining s.39’s objectives, whether they are ameliorative, and 
whether any amelioration favours disadvantaged groups.

Some may argue that s.39 has an ameliorative purpose. Th e ‘Th ank-
You Th eory’ of psychiatric treatment18 claims many patients lack 
insight and may later be grateful for treatment.  Psychiatrist John 
E. Gray (2000) argues that non-consensual treatment is necessary 
to prevent greater patient suff ering, increased patient restraint 
or seclusion, longer detention (i.e., ‘warehousing’)19, poorer 
prognoses for youth, negative impacts on staff , fellow patients 
and the therapeutic environment, greater costs20 and lost treatment 
opportunities due to ‘blocked beds.’21  Yet treatment refusals may 
be an infrequent concern hardly warranting s.39’s existence: in 
one study only 7.2% of patients refused treatment, averaging just 
13 days, while only 2% refused beyond 14 days. 22

Some, including the ‘anti-psychiatry movement’23 which has 
legally empowered some competent psychiatric patients to 
refuse unwanted treatment, counter that forced treatment is not 
ameliorative. Patients may have valid reasons to reject treatment, 
including undesirable side-eff ects, a preference for their own 
untreated thoughts and a right to make seemingly unwise choices. 
In addition, forced treatment may impair outcomes. Yet refusing 
treatment may sometimes mean an untreated patient cannot be 
released into the community, needing long-term hospitalization,24  
which some term “rotting with their rights on.”25

Untreated mentally ill face grave disadvantages --possible direct 
suff ering from the illness, and negative societal attitudes-—
deserving amelioration. Yet IPTA s.39 may not qualify as affi  rmative 

action, as it does not fi t the typical format. Usually in affi  rmative 
action, a legal disadvantage, lack of benefi t or exclusion is conferred 
on a relatively privileged group (e.g., white people), to confer 
needed advantages on a less privileged group (e.g., Aboriginals).26  
Section 39 confers a disadvantage on a less privileged group and 
re-labels this as an ‘advantage’ to it.  A similar argument failed 
in R. v. Music Explosion, Ltd.,27 where a restrictive bylaw28 was 
claimed as a s.15(2) program “for the benefi t of the special needs 
of young persons.”29 Th e Appeal Court, however, held that such 
a restriction was not a conferral of special benefi ts but simply a 
colourable attempt to discriminate.30  Th us, restricting the rights 
of psychiatric patients to make their own treatment decisions may 
not qualify as a ‘special ameliorative program’. Kapp also stressed 
the importance that an ameliorative purpose be more than a “shield 
to protect a program or activity which is...discriminatory.”31  Th ere 
must be a genuine nexus between the claimed goal and the law’s 
form and implementation: 

It is insuffi  cient to declare that the object of a program is 
to help a disadvantaged group if in fact the ameliorative 
remedy is not directed to the cause of the disadvantage. 
There must be unity ...among the elements of the program, 
[suggesting] that the remedy...is rationally related to the 
cause of the disadvantage.23  (Emphasis added).

Many psychiatric patients are competent to choose their 
own treatment, contradicting societal myths of their global 
incompetence and the seeming foolishness33  of their choices. Th ese 
unchallenged societal myths refl ect stereotypes and stigmatization34  
of diff erence, aff ecting psychiatric patients’ in and beyond the 
hospital. Th ey generate disadvantages35  in employment, housing, 
fi nancial credit, and social participation, causing increased poverty, 
homelessness,36  addictions37  and criminalization,38 which in 
turn impede recovery.39  Th e Kirby Report (2006) into Canada’s 
mental healthcare left  little doubt that people with mental illnesses 
experience disadvantage. Yet the real ‘cause’ of much of this 
disadvantage is oft en not illness itself, but false, over-generalized 
stereotypes that exclude patients from the community.  Th us, 
while IPTA s.39 may reduce surface diff erences between mentally 
ill patients and others through enforced treatment, it leaves intact 
and even perpetuates underlying societal myths about people with 
mental illnesses.  Since IPTA s.39 does nothing to ameliorate these 
myths--the major cause of patients’ disadvantage-- a court may 
not fi nd that s.39 constitutes affi  rmative action.

Does s.39 of  IPTA infr inge the s.15(1) 

C h a r t e r  equality  r ight?

Diff erent treatment may not always constitute discrimination. 
Substantive inequality does not always require identical 
treatment between groups because, where relevant diff erences in 
group characteristics exist, “like treatment can generate serious 
inequality.”42   For s.39 to constitute discrimination requires 
satisfying a two-part test: “(1) Does the law create a distinction 
based on an enumerated or analogous ground?43 and, (2) does 
the distinction create a disadvantage by perpetuating prejudice 
or stereotyping?” Th e second question requires examining four 
contextual factors identifi ed in Law44 and Kapp: any pre-existing 
disadvantage aff ecting the group; any correspondence between the 
diff erent treatment and the group’s ‘reality;’ whether the impugned 
law has an ameliorative purpose (or eff ect); and the nature of the 
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interest aff ected.  Consider two of these factors in the context of 
s.39.

Th e mentally ill have endured a long history of discrimination, 
marginalization, and stigmatization. As noted, the lesser legal 
protection accorded patients’ prior wishes under s.39 perpetuates 
societal myths about psychiatric patients’ competence,45  

infantilizing them and oversimplifying the more complex reality.46 
It continues patterns wherein the opinions of the mentally ill 
are deemed of lesser signifi cance and worth, suggesting a 
discriminatory aspect to s.39.

Th e nature of the interest at stake in s.39 – the right to bodily 
integrity and autonomy – is profoundly intimate, fundamental, 
and central to an individual’s sense of self. So important is it that, 
as noted in Fleming v. Reid, it is not only protected by the common 
law but also warrants constitutional protection under s.7 of the 
Charter as a right to security of the person, only to be denied 
according to the principles of fundamental justice.  While the court 
in Fleming observed that the right is not absolute,48 but is subject 
to overriding societal interests, it stated that bodily integrity and 
autonomy deserve the “highest order” of protection.49 In this, “…
few medical procedures can be more intrusive than the forcible 
injection of powerful mind-altering drugs...oft en accompanied by 
severe and sometimes irreversible side-eff ects...”50 

Overall, the Law and Kapp factors suggest that s.39’s diff erential 
treatment perpetuates prejudice and denies psychiatric patients’ 
s.15(1) ‘equality under the law’, suggesting that s.39 discriminates, 
based on mental disability.

Can s.39 of  IPTA be saved by s.1  of 

the C h a r t e r ?

Legislation may be saved as a “reasonable limit, prescribed by 
law in a free and democratic society”51: a public policy choice, 
refl ecting overriding societal interests, under s.1 of the Charter. 
Analysis follows the four-step Oakes  test below. 

Is there a pressing and substantial objective? Section 39’s purpose 
seems directed at ensuring that patients receive medical treatment 
and are released rather than warehoused.53  Some feel this goal 
has been frustrated by lawyers more concerned with clients’ civil 
liberties than with patient well-being and potential. Herschel 
Hardin (1993),54 former director of the British Columbia Civil 
Liberties Association and father to a schizophrenia patient 
explains:55 

Far from respecting civil liberties, legal obstacles to 
treatment limit or destroy the liberty of the person...Such 
victims... cannot think for themselves or exercise any 
meaningful liberty...The opposition to involuntary committal 
and treatment betrays a profound misunderstanding of 
the principle of civil liberties. Medication can...  restore          
[patients’] dignity, free will and the meaningful exercise of 
their liberties.                                                                                                                                         

Th us in view of the human values at stake56 the objective of ensuring 
involuntary treatment does seem ‘pressing and substantial.’57  

Are the means taken rationally connected to the objective sought? 
If s.39’s objective involves ensuring treatment to optimize chances 
of release, the rational connection branch may also be met. A 
legislative attempt to redress marginalization of patients –ensuring 
treatment to remove stigmatizing symptoms—seems somewhat 
rationally connected to the goal, even if it cannot hope to eliminate 
stigma.  

Anti-psychiatry’s supporters may disagree. Arguably, psychiatry 
has a long history of State suppression of eccentric, provocative (but 
non-dangerous) people whose non-conformity, threatens public 
order, or those in power.58 Labelling and treating mental illness 
may be powerful tools for silencing, suppressing minority views 
and enforcing conformity. Kate Millett (1990), a lawyer with bi-
polar disorder, also notes that psychiatry -- “the system that keeps 
millions in line”59 — may have somewhat tenuous foundations:

The entire construct of the “medical model” of “mental 
illness”—what is it but an analogy?...whereas in  physical 
medicine there are verifi able psychological proofs...in 
mental illness alleged socially unacceptable behaviour is 
taken as a symptom, even as proof...Diagnosis is based on 
impressionistic evidence: conduct, deportment, and social 
manner. Such evidence is frequently imputed. Furthermore, 
it may not even be experienced by the affl  icted party but 
instead may be observed [only] by others...60

Psychiatry is a fi eld in some chaos: the scientifi c connection 
between mind and brain remains unclear61 and even explaining the 
biological basis of the healthy human mind poses challenges. Does 
any competent patient possess autonomy in a medical decision, 
or is such freedom illusory?62 Uncertainties abound:63 psychiatric 
diagnoses may vary and feigned illness may go undetected.64

 
Medications65 also raise doubts regarding effi  cacy and side-
eff ects.66  Physical side eff ects among older anti-psychotic drugs 
include stigmatizing neurological symptoms. Th e older drug 
Haldol may risk lethal cardiac arrhythmias.67 Such side-eff ects 
give patients valid reasons to consider refusing these older, but 
still used, drugs.68  While newer (‘atypical’) anti-psychotics exhibit 
improved effi  cacy and lack these side-eff ects, they possess other 
eff ects. Although cardiac rhythms are not aff ected, signifi cant 
weight gain,69  metabolic changes and possible diabetes may pose 
cardiovascular risks to be weighed against benefi ts. Yet despite such 
doubts, s.39 may still demonstrate a suffi  cient rational connection 
to satisfy the test.

Does the impugned legislation `minimally impair` the right 
infringed? Th e legislature must tailor any rights intrusion, or 
provide exceptions to it. IPTA’s requirement of the “least restrictive” 
treatment70 suggests eff orts to tailor s.39’s intrusion.71  A “least 
restrictive” choice implies sometimes using physical restraints, 
seclusion, persuasion and incentives72 to gain cooperation, 
prevent harm and preserve the therapeutic environment. Yet if 
any psychiatric treatment refusal progressively damages brain 
and mind, or risks ‘mental harm to others’73  s.39 may subject 
almost any competent patient to unwanted medication. Th is 
seems inconsistent with tailoring. Moreover, the specifi c right 
infringed by s.39 seems inconsistent with minimal impairment. 
While neither rights to liberty nor bodily integrity are absolute, 
both are important s.7 Charter rights, only to be infringed in 
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accordance with the principles of fundamental justice.  Yet they 
may warrant diff erent treatment. 

Liberty and security of the person diff er in their sensitivity to 
interference. It is easier to tailor intrusions on liberty. Th is may 
be done spatially, limiting a person’s movements, activities or 
interactions, or at the extreme, by restricting almost all activity, 
using seclusion, chemical or physical restraints.74  Liberty intrusions 
may also be modifi ed temporally, by duration. Security of the 
person,75  however, is much more sensitive to interference, and 
more diffi  cult to infringe in a tailored way. Bodily integrity either 
is, or is not, entirely breached by intrusions. Temporal tailoring 
of intrusions seems meaningless when even brief intrusions on 
bodily integrity, as in unwanted sexual contact, may have profound 
negative eff ects.

Bodily integrity and autonomy rights –the right to dictate what is 
done to one`s body, brain and mind --also seem of more central 
value than liberty, given the importance of a person’s physical 
‘being’ to identity, self-determination and survival. Individuals 
express their unique personal identities through their bodies,76  
via temporary adornment,77 or permanent body modifi cations,78  

communicating beliefs, affi  liations and social status. A person’s 
self-identity, memories and personality also exist in a specifi c body 
part: the brain. Th e body is therefore central to a person’s identity 
and most intimate self-concept.79

Th us, while both liberty and security of the person are important, 
security of the person seems both more fragile and more central 
to the person, warranting greater protection. Th e ‘least intrusive’ 
(i.e., most minimally impairing)80 option requires infringing liberty 
over bodily integrity.81 Yet s. 39 adopts the opposite approach of 
infringing bodily integrity82  to promote patients’ liberty, so it fails 
to minimally impair psychiatric patients’ equality rights, clearly 
failing this third Oakes’ branch.

Is there proportionality between benefi ts and costs of the means 
chosen or objective sought? For certainty, the fi nal Oakes test 
branch will also be explored. Here, the means (s.39) allows 
interference with the personal autonomy of involuntary psychiatric 
patients, against their express, competent wishes. Th ese patients are 
a dependent and isolated group, vulnerable to coercion, possibly 
confused by illness and sedation, who cannot easily air their views. 
Th us further restricting these patients` choices require caution, to 
preserve patient autonomy wherever possible. 

Bodily integrity warrants “the highest order of protection”83  in 
law, so proportionality requires s.39’s goal to be of comparable or 
higher priority. Section 39 off ers some benefi ts: it reduces violence, 
verbal abuse and stress to staff  or other patients, and may reduce 
the application of more severe liberty restraints, shorten hospital 
stays84 and lower costs.85 Yet s.39’s forced treatment is an overly 
simplistic approach to psychiatric illness that may cause harmful 
side-eff ects and impair real treatment progress.86 

Tragic as such lost potential may be, it may be a necessary sacrifi ce 
to respect patient autonomy. Th e power diff erence and information 
asymmetry between medical staff  and patient imply a trust 
situation, requiring respect for patient choices. Also in a diverse, 
pluralistic society should the views of only one group --healthcare 
staff —determine the ‘best interests’ of all patients?87  Patients have 

many dimensions to their lives, only one of which involves their 
biomedical status. Biomedical assessments cannot canvas all of 
the values a person may treasure, which defi ne him personally. 
Some patients prefer their own unique mental processes, as 
‘Starson’ (2003) preferred his rapid thoughts, supporting his 
research.88  Others enjoy the emotional highs,89  or fi nd meaning 
and livelihoods using artistic states inaccessible in treatment. 

Emerging concepts such as ‘Mad Pride’ seek to reclaim and 
celebrate, rather than pathologize,90 mental diff erence. Th e ‘neuro-
diversity91 movement’ holds that healthy human neurological 
function forms a continuum of (equally acceptable) ways of 
thinking, including conditions labelled as illness or disability.92 
Mental diff erences may be a ‘way of life,’93  as is ‘deaf culture’ to 
some. Some argue the true location of mental ‘disability’ may lie 
within mainstream society’s unconscious reactions to diff erence, 
not in the person claimed to be diff erent. 

Accordingly, is s.39’s cost-benefi t ratio proportional to the goal’s 
importance? Th e answer will depend on the values of highest 
priority—those less reasonable to sacrifi ce. Here, freedom from 
interference with a patient’s bodily integrity and autonomy are 
of higher priority than staff  morale, and patients’ potential and 
conformity with mainstream values. Th us the goal of recovering 
psychiatric patients’ full potential, rather than warehousing 
them, while important, cannot support serious impositions 
on the sacrosanct Canadian value of security of the person. 
Th e proportionality step of the Oakes’ test must fail, therefore. 
Accordingly, at trial, it seems highly likely that s.39 would fail on 
at least two Oakes test branches and could not be saved under s.1.  
However, what remedies a judge might impose, such as striking 
down s.39 or reading in certain requirements, must await an actual 
challenge in a court of law.

Conclusion 

Non-consensual treatment of competent psychiatric patients ranks 
among the most controversial healthcare issues. Some regard it as 
a travesty for a patient not to be treated, if there is any chance of 
restoring healthy function. Th e issue seems all the more glaring 
with younger patients, who face a longer period of potential illness 
(or health), and who may forfeit opportunities to establish career 
paths and important social relationships due to illness. Th ere is 
thus a temptation to view constitutional rights (including legal 
equality) as of lesser practical importance than a patient’s mental 
health status. 

Some may see s.39 as a compassionate response to mental illness. 
Yet its disregard for involuntary patients’ legal rights perpetuates 
damaging stereotypes about patients, such as that their competent 
wishes are unworthy of respect. Such healthcare double standards 
in the treatment of physically and mentally ill patients add to rather 
than alleviate any burdens from mental illness.

Th is paper has asked whether IPTA s.39 could survive a s.15 Charter 
challenge. Overall, it seems it may not. While s.39 may superfi cially 
ameliorate the most visible disadvantages of mental illness through 
required treatment, it thereby reinforces our society`s invisible 
barrier to inclusion: stigma. Overall, s.39 starkly denies the Charter 
legal equality guarantee, infringing a right --bodily integrity and 
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autonomy—considered sacrosanct in Canadian health law, which 
warrants stronger legal protection than liberty. Th us s.39 seems 
unlikely to be saved by s.1of the Charter, due to failures in minimal 
impairment and proportionality. 

Although IPTA updated many aspects of Nova Scotia’s mental 
health legislation, s.39 is less than progressive. In contrast to 
the ‘emergence from the shadows’ heralded for mental illness 
this century, s.39 suggests a return to a more paternalistic era. 
Unchallenged, s.39 represents several steps backwards for 
psychiatric patients, compared with those in Canada`s physical 
healthcare system. 
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Endnotes

1 Involuntary Psychiatric Treatment Act, S.N.S., 2005, c.42 [‘ IPTA’]
2 Incompetent Persons Act, R.S.N.S., 1989, c.218, s.2 (b).
3 Involuntary Psychiatric Treatment Act, s.3(m): an ‘involuntary 

patient’ means “a patient who is admitted to a psychiatric 
facility pursuant to a declaration of involuntary admission.”  A 
psychiatrist can make a declaration of involuntary admission 
where he or she is of the opinion that:

 (a)  the person has a mental disorder;
  (b)  the person is in need of the psychiatric treatment   

 provided  in a psychiatric facility;
  (c)  the person, as a result of the mental disorder,
       (i) is threatening or attempting to cause serious 
   harm to himself or herself  or has recently done so, 
   has recently caused serious harm to himself or herself, 
   is seriously harming or is threatening serious harm 
   towards another person or has recently done so,  
        or
  (ii) is likely to suff er serious physical impairment or
   serious mental deterioration, or both;
 (d) the person requires psychiatric treatment in a psychiatric  

 facility and is not suitable for inpatient admission as a  
 voluntary patient; and

 (e) as a result of the mental disorder, the person does not
  have the capacity to make admission and treatment 
  decisions.”
4 Involuntary Psychiatric Treatment Act, s. 39: Th e substitute 

decision-maker shall make the decision in relation to specifi ed 
psychiatric treatment and other related medical treatment

  (a) In accordance with the patient’s prior capable informed  
 expressed wishes; or

 (b) in the absence of awareness of a prior capable informed  
 expressed wish or if following the patient’s prior capable  
 informed expressed with would endanger the physical  
 or mental health or safety of the patient or another 

  person, in accordance with what the substitute decision-
  maker believes to be in the patient’s best interests.
5  Malette v. Shulman (1990), 72 O.R. (2d) 417, 67 D.L.R. (4th) 321 

at para. 18 and 24: “Under the doctrine [of informed consent], 
no medical procedure may be undertaken without the patient`s 
consent...” and: “A doctor is not free to disregard a patient`s 
advance instructions any more than he would be free to disregard  
instructions given at the time of the emergency...” Fleming v. 
Reid,[1991] 4 O.R. (3d) 74 at para. 31: “Th e right to determine 
what shall, or shall not, be done with one’s own body, and to be 
free from non-consensual medical treatment, is a right deeply 
rooted in our common law. Th is right underlies the doctrine of 
informed consent.”

6 Hospitals Act, R.S.N.S. 1989, c.208. s. 54A states (for example):
    Th e substitute decision-maker shall make the decision in relation 

to specifi ed medical treatment                                                                     
     (a) in accordance with the patient’s prior capable informed 
  expressed wishes; or                                                                                    
 (b) In the absence of awareness of a prior capable informed 
  expressed wish, in accordance with what the substitute 
  decision-maker believes to be in the patient’s best interest.
 A second example, Prince Edward Island’s Consent to Treatment 

and HealthCare Directives Act, R.S.P.E.I. 1988, c.C-17.2, ss.20 and 
24 state:                                                

 20. (1)  Every person over the age of sixteen years who is capable 
may execute a directive.

        (2) A directive may                                                            
           (a) stipulate treatment, procedures, or medication that 
   the maker authorizes or refuses to consent to, or directs 
   to be discontinued, in the circumstances set out in the 
   directive;
  (b) stipulate circumstances in which the maker shall be 
   permitted to die a natural death, receiving only 
   palliative care intended to reduce pain and suff ering;
  (c) appoint a proxy;
  (d) specify an event or condition upon which the directive 
   becomes eff ective;
  (e) make any other direction concerning the health care 
   or treatment of the maker. 
 24. (1) A decision contained in a directive shall be as eff ective 

as if made by the maker when the maker had capacity to make 
the decision.

7 Fleming v. Reid,[1991] 4 O.R. (3d) 74 at para.60.noted that the 
right to bodily integrity and autonomy is not absolute. Th us 
there may be limited circumstances where competent psychiatric 
patients’ autonomy may validly be curtailed, for example, in 
emergency mental health situations, where a patient must be 
temporarily chemically restrained using sedative drugs. Th is 
seems reasonable since individual rights are never absolute but 
must be weighed against other rights, or those of other parties or 
the community. For instance, in physical healthcare, autonomy 
rights of competent patients may also be curtailed in limited 
circumstances, such as where a patient has been diagnosed with 
a serious communicable disease (e.g., multiple-drug resistant 
tuberculosis) that presents a serious public health risk. It should 
be noted that the patients aff ected by s.39 of IPTA are not at 
large in the community or able to leave the hospital at will. All 
are involuntarily hospitalized and thus pose no danger to public 
safety in the wider community.

8 IPTA s.39 is not entirely unique in Canada in its attempts to 
override the competent advance wishes of psychiatric patients. 
For example, Manitoba’s Mental Health Act, C.C.S.M., c.M110 
s.28(4)(b)(ii) accomplishes much the same end. Section 28(4) 
states: 

 A person who makes treatment decisions on a[n incompetent] 
patient’s behalf under subsection (1) shall do so                                                       

   (a) in accordance with the patient’s wishes, if the person knows 
  that the patient expressed such wishes when apparently
   mentally competent; or                                                                                                                                                                                       
   (b) in accordance with what the person believes to be the 
  patient’s best interests if 
  (i) the person has no knowledge of the patient’s expressed 
   wishes, or 
  (ii) following the patient’s expressed wishes would 
   endanger the physical or mental health or the safety 
   of the patient or another person. 
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 While this paper focus specifi cally on IPTA s.39, many of the 
arguments may be applicable to other provincial legislation that 
attempts to override psychiatric patients’ competent wishes in 
this manner.

9 While IPTA is in the minority in its overriding of psychiatric 
patients’ competent wishes, it is not entirely alone in so doing 
in Canada. For example, the Manitoba’s Mental Health Act s. 
28(4)(b)(ii) permits an almost identical situation, overriding 
the patient’s expressed wishes (made while competent) with 
best interests where following such wishes would “endanger 
the physical or mental health or safety of the patient or another 
person.” In addition, British Columbia’s Mental Health Act s.31(1) 
may override competent patient wishes by deeming patient 
consent to treatment have been given, on the basis of detention; 
and New Brunswick’s Mental Health Act s.8.11(2) may override 
competent advance directives if they are not reliable, not current, 
or not applicable.

10 Canadian Charter of Rights and Freedoms, Part I of the Constitution 
Act, 1982, being Schedule B to the Canada Act 1982 (U.K.), 1982, 
c.11.  [‘the Charter’ ].

11 R. v. Kapp [2008] S.C.J. No. 42
12 Canadian Charter of Rights and Freedoms, Part I of the Constitution 

Act, 1982, being Schedule B to the Canada Act 1982 (U.K.), 1982, 
c.11, s.15(1).

13 Law v. Canada (Minister of Employment and Immigration) [1999] 
1 S.C.R. 497 at para. 51.

14 Law Society of British Columbia  v. Andrews  [1989] 1 S.C.R. 143 
at para. 37

15 While no comparator group may be perfect, and others could 
perhaps have been selected, patients suff ering physical illness 
seemed the most useful comparator group for the purposes of this 
paper. Ideally, in a s.15 Charter analysis, the comparators should 
be very similar in all respects except for their legal treatment, 
which is the focus of the comparison. Choosing the physically ill 
seemed to appropriately emphasize the role of illness in creating 
the undeservedly unequal legal situation on which this paper 
focuses. Alternatively, it might have been possible to compare, 
for instance, the mentally ill detained under s.39 with the group 
composed of non-mentally ill persons detained criminally. While 
some might think it appropriate to thereby place the emphasis 
on detention and loss of liberty, this appeared less useful due to 
the very diff erent purposes detention may express in these two 
groups: in the former, protection (of patient and potentially 
public), and in the latter, public protection but also punishment 
and the expression of societal disapprobation. Th e additional 
aspect of justly deserved punishment and moral disapprobation 
in the latter group renders it suffi  ciently diff erent from the 
mentally ill detained involuntarily as to make it an inappropriate 
comparator, because in that case there genuinely appears to be a 
non-discriminatory reason for any diff erent treatment.

16 R. v. Kapp [2008] S.C.J. No. 42 at para. 16.
17 R. v. Kapp [2008] S.C.J. No. 42 at para. 41.
18 Th e ‘Th ank-you theory’ has been attributed to psychiatrist 

Alan Stone by T.Kirk and D.N. Bersoff ,  ‘How many procedural 
safeguards does it take to get a psychiatrist to leave the light-bulb 
unchanged?  A due process analysis of the MacArthur Treatment 
Competence Study,’ (1996) 2 Psychology, Public Policy, and Law 
45 at 46. Some related concepts are of note.  Th e ‘human needs 
perspective’ on mental illness is promoted by some as an antidote 
to civil libertarian eff orts to legally empower psychiatric patients 
to contest involuntary committal and resist unwanted medical 

treatment. J.E. Gray, M.A. Shone and P.F. Liddle, Canadian 
Mental Health Law and Policy (Toronto: Butterworths, 2000) at 
10-12.  P.S. Appelbaum also discusses the ‘common-sense model’ 
in which he argues psychiatrists and judiciary in practice oft en 
ignore the law, preferring involuntary committal and treatment 
of patients. Th is, he claims, priorizes (presumed) patient suff ering 
over legal rights. P.S. Appelbaum, Almost a Revolution: Mental 
Health Law and the Limits of Change (New York: Oxford 
University Press, 1994) at 42. 

19 Th ere may is a belief by some that the entire purpose of 
hospitalization is to treat and discharge psychiatric patients, 
rather than simply detaining them long-term to protect them 
or the public, termed ‘warehousing.’  J.E. Gray, M.A. Shone and 
P.F. Liddle, Canadian Mental Health Law and Policy (Toronto: 
Butterworths, 2000) at 208; C. Slobogin, Minding Justice: Laws 
that Deprive People with Mental Disability of Life and Liberty 
(Cambridge, MA: Harvard University Press, 2006) at 222. 
Psychiatrist C.H. Cahn described the situation as a trade-off  
or quid pro quo, in which he claimed restriction of a patient`s 
liberty could only be justifi ed by giving a patient (eff ective, 
non-harmful) treatment in return. C.H. Cahn, ‘Th e ethics of 
involuntary treatment: the [1982] position of the Canadian 
Psychiatric Association’, (1982) 27 Can. J. Psychiatry 67 at 70. 
Countering this is the view that psychiatric hospitalization is 
itself a form of treatment, or a vital part of the healing process for 
psychiatric patients. Th e hospital environment off ers supportive 
human relationships, monitoring and interaction, improved 
hygiene, shelter, nutritional and educational benefi ts, freedom 
from illicit street drugs, physical abuse, hypothermia, criminal 
justice system involvement and other dangers, compared to 
the potentially isolated and impoverished circumstances of 
homelessness, to which a patient may have been subject prior 
to involuntary hospitalization.

20 From longer hospitalizations, added nursing and administrative 
workloads.

21 J.E. Gray, M.A. Shone and P.F. Liddle, Canadian Mental 
Health Law and Policy (Toronto: Butterworths, 2000) at 202-7; 
B.A.Weiner and R.M. Wettstein, Legal Issues in Mental Health 
Care (New York: Plenum Press, 1993) at 120, 124.

22 T. Kirk and D.N. Bersoff ,  How many procedural safeguards does 
it take to get a psychiatrist to leave the light-bulb unchanged: a 
due process analysis of the MacArthur Treatment Competence 
Study, (1996) 2 Psychology, Public Policy, and Law 45 at 46.

23 Th e anti-psychiatry movement formed the basis for the novel 
One Flew Over the Cuckoo’s Nest, a novel which harshly critiqued 
psychiatry’s treatment of involuntarily committed psychiatric 
patients; K. Kesey, One Flew Over the Cuckoo’s Nest (New York: 
Viking, 1962). 

24 Th ere are, of course, similarities between involuntary psychiatric 
committal and criminal incarceration: both share “loss of 
liberty, separation from family and friends, stigma of being 
institutionalized and reliance on the state to satisfy basic needs.” 
D.H.J. Hermann, Mental  Health and Disability Law (Eagan, MN: 
West Publishing, 1994) at 193. However, there are also important 
diff erences, such as that the purpose underlying psychiatric 
detention is not punitive or deterrent.

25 i.e., in full possession and awareness of their legal rights, yet 
because of these legal rights supporting treatment refusal, unable 
to access their seeming ‘right’ to their full potential in life and 
a place in society. D. Treff ert, quoted in C. Slobogin, Minding 
Justice: Laws that Deprive People with Mental Disability of Life 
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and Liberty (Cambridge, MA: Harvard University Press, 2006) 
at 244.  

26 As noted by the Court in Law, “Legislation which seeks to 
ameliorate disadvantage may not off end s.15(1) of the Charter 
even if it excludes certain other individuals or groups...However, 
this is only the case where the group excluded ...is more advantaged 
in a relative sense than those the legislation seeks to assist.” 
(Emphasis added). Law v. Canada (Minister of Employment and 
Immigration) [1999] 1 S.C.R. 497 at para. 72

27 R. v. Music Explosion, Ltd., (1990), 68 Man. R. (2d) 203 at para. 
18.  Yet the Court noted that in two diff erent cases, sections 
of the Criminal Code and Young Off enders Act were upheld as 
affi  rmative action programs under s.15(2): Re Rebic and Th e 
Queen (1985), 20 C.C.C. (3d) 196 (B.C.S.C.), aff ’d (1986), 28 
C.C.C. (3d) 154 (B.C.C.A.) and Re M and Th e Queen (1985), 
21 C.C.C. (3d) 116 (Man. Q.B.). Both cases upheld diff erences 
in incarceration periodsas ameliorative of the special needs of 
certain classes of off enders: mentally ill off enders found not 
guilty by reason of insanity (then detained under a Lieutenant-
Governor’s Warrant), and youth serving time while awaiting trial, 
respectively.  In both cases, the impugned law seemed rationally 
related to identifi ed unique needs of the parties aff ected: the need 
for long-term separation of dangerous mentally ill patients from 
society for their own and others’ safety, and the need for greater 
leniency with youthful off enders. In contrast, in Music Explosion, 
the impugned bylaw’s attention to younger teenagers did not 
seem to refl ect a rational ameliorative purpose related to the 
youths’ abilities or special needs, appearing almost arbitrary. Th e 
circumstances of s.39’s involuntarily hospitalized but competent 
mentally ill treatment-refusers more closely resembles the 
fact pattern in Music Explosion, with its seemingly arbitrary 
restriction of these patients’ rights to have their competent 
advance directives obeyed.

28 Limiting younger teenagers’ use of a musical ‘amusement device’ 
without parental consent.

29 R. v. Kapp [2008] S.C.J. No. 42 at para. 53.
30 R. v. Kapp [2008] S.C.J. No. 42 at para. 54
31 R. v. Kapp [2008] S.C.J. No. 42 at para. 46.
32 R. v. Kapp [2008] S.C.J. No. 42 at para. 48, quoting Manitoba Rice 

Farmers v Human Rights Commission (Man.), [1985] M.J. No. 
446

 33 As the court in Fleming v. Reid said: “Th is right [to refuse 
treatment] must be honoured... regardless of how ill-advised the 
patient’s decision may appear to others.” Fleming v. Reid,[1991] 4 
O.R. (3d) 74 at para. 32-33.Also in Starson v Swayze. [2003] S.C.J. 
No. 33 at para 76, the Supreme Court stated: “Th e right knowingly 
to be foolish is not unimportant; the right voluntarily to assume 
risks is to be respected. Th e State has no business meddling with 
either.” 

34 Stigma involves “negative attitudes or beliefs that are held about 
people who are perceived as diff erent”; since they are oft en semi-
conscious, they are diffi  cult to address directly. Th e World Health 
Organization (WHO) stated in 2001 that stigma was “the single 
most important barrier” faced by people with mental illnesses. 
Reported by the Canadian Mental Health Association, ‘Stigma 
and Mental illness’ accessed online at www.cmha.ca  As one 
contributor noted:  “We attach no blame to someone who 
develops a physical illness, but when it comes to mental illness, 
people experience discrimination on a daily basis.”

35 While not all individuals with mental illness may experience 
disadvantage, it is not necessary that all mentally ill individuals be 

found to be disadvantaged to advance an argument of affi  rmative 
action. As the Court noted in Corbiere v. Canada (Minister of 
Indian and Northern Aff airs), [1999] 2 S.C.R. 203 at para.70-72: 
to qualify as ameliorative of disadvantage, it is not necessary for 
all individuals members of a generally `disadvantaged` group 
to suff er disadvantage, or to the same degree; confi rmed in R. v. 
Kapp [2008] S.C.J. No. 42 at para. 59.

 36 Individuals with psychiatric diagnoses are overrepresented among 
the homeless, totalling 20-25% of the homeless population. G. 
Sullivan, A. Burnam and P. Koegel, ‘Pathways to homelessness 
among the mentally ill,’ (2000) 35 Soc. Psychiatry Psychiatr.  
Epidemiol. 444 at 444. In contrast, individuals with schizophrenia, 
bipolar disorder and major depression account for only 1%, 2%  
and 5% of the population respectively; M.F. Bear, B.W. Connors 
and M.A. Paradiso, Neuroscience: Exploring the Brain, 3rd ed. 
(Lippincott, Williams & Wilkins: New York, 2001) at 673, 674, 
679.

 37 More than 50% of people with psychiatric disorders also have 
substance abuse problems; Canadian Mental Health Association 
(British Columbia), ‘Criminalization of Mental Illness’ online at: 
www.cmha.bc.ca/fi les/2-criminalization.pdf 

38 One estimate is that 15-40% of inmates in Canada’s criminal 
justice system have a mental illness; Canadian Mental Health 
Association (British Columbia), ‘Criminalization of Mental 
Illness’ online at: www.cmha.bc.ca/fi les/2-criminalization.pdf 

39 Th e Kirby Report into Canadian mental healthcare found 
widespread stigma and discrimination against mentally ill 
people in employment, housing, social opportunities and even 
healthcare, with debilitating eff ects on lives and recovery. One 
contributor stated: “Some patients struggle with poverty so 
grinding and housing so appalling, it would challenge the sanity 
of even the strongest among us.” Another added: “Individual 
recovery from mental health [problems] is impossible when 
struggling with the consequences of poverty alongside stigma 
and discrimination.” Th e Hon. Michael J.L. Kirby and the Hon. 
Wilbert J. Keon, Out of the Shadows at Last: Transforming Mental 
Health, Mental Illness and Addiction Services in Canada, Final 
Report of the Standing Committee on Social Aff airs, Science and 
Technology, May 2006 at7, 8 [‘the Kirby Report’]

40 Numerous scholars have discussed the social construction of 
disability (or diff erence) and the question of where precisely such 
disability (or diff erence) is located: in the individual claimed to 
be diff erent or in a society unwilling to accept or accommodate 
that diff erence? D. Pothier, ‘Miles to go: some personal refl ections 
on the social construction of disability’, Dalhousie Law Journal 
526 at 530-1; R. Chadwick and M. Levitt, ‘Genetic technology: a 
threat to deafness’ (1998) 1 Medicine, Healthcare and Philosophy 
209 at 210; and K.T. Bartlett ‘Feminist legal methods’ (1990) 103 
Harvard Law Review 829 at 843. Mental illness has similarly been 
claimed to be a social construction located not so much in the 
aff ected individual, but in the society in which that person lives, 
which is unwilling to accept and accommodate their mental 
illness and the diff erences it represents.

41 An absurd analogy might be an attempt to eliminate racism 
by superfi cially ‘whitewashing’ people of diff erent ethnicities 
without addressing and rooting out the underlying myths, fears 
and stereotypes fueling (oft en semi-conscious)  racist attitudes.

42 In Andrews , McIntyre J. quoted that “...there is no greater 
inequality than the equal treatment of un-equals;”  Law Society 
of British Columbia v. Andrews [1989] 1 S.C.R. 143 at para 26. Th e 
view that like treatment does not accord with true, substantive 
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equality was also re-iterated by the Court in R. v. Kapp [2008] 
S.C.J. No. 42 at para. 15.

43 Answered affi  rmatively, earlier in the paper.
44 Law v.Canada (Minister of Employment and Immigration) [1999] 

1 S.C.R. 497 at para. 62, 69, 72, 74
45 D.N. Weisstub, whose Enquiry on Mental Competency: Final 
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[1994] S.C.J. No. 106 at para 79-91.
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of patient self-determination rights (respected only “where 
possible”) to treatment; the overriding eff ect of s.39 on prior 
wishes (opposing the usual trends in informed consent); the 
Act’s title (the Involuntary Psychiatric Treatment Act);  and 
the admission requirement under s.17(e) that, involuntary 
psychiatric patients lack competence.
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Illness Crisis, (Toronto: J. Wiley & Sons, Inc., 1997) at 162.
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has argued that competent  patients` Charter liberty rights are 
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Society  of Canada, ‘Schizophrenia Society disappointed with 
Supreme Court decision` and sample ‘Letter to the Editor’ for 
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administering a second (anti-cholinergic) drug to block motor 
side-eff ects, by carefully selecting an (older-style) anti-psychotic 
drug, or by using atypical anti-psychotic drugs, although the latter 
possess other concerning side eff ects. O. Ray and C. Ksir, Drugs, 
Society and Human Behaviour 10th ed. (Boston: McGraw-Hill, 
2004) at 227-8. 
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204. Some treatment-refusers are hospitalized for much longer—
ordered to spend a 12-month period in hospital, ‘Professor 
Starson’ had been hospitalized for years by his trial date in 
2003; Schizophrenia Society of Canada, ‘Schizophrenia Society 
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Ethical issues are inevitable when conducting applied research 
with individuals with addictions. Th e quandaries discussed in 
this paper pertain to dual relationships with clinician-researchers, 
the use of incentives/inducements, and the ability of the client to 
provide informed consent. First, a discussion of available ethical 
guidance is provided. 

The Ethical  Cl imate –  Standards and 

Prac tices

Ethical research practices in Canada are guided by the Tri-Council 
Policy Statement: Ethical Conduct for Research Involving Humans 
(TPS: CIHR et al, 1998). Th is policy provides direction with 
respect to many aspects of research with human participants (e.g., 
minimal risk, informed consent, confi dentiality, and confl icts of 
interest). Still, these guidelines do not adequately inform practices 
in the arena of addictions research, especially with respect to dual 
relationships and the use of incentives. With respect to incentives, 
Research Ethics Boards (REB) are instructed by the TPS to consider 
the economic situation of potential participants and to caution 
against a payment structure that might unduly induce individuals 
to join or remain with a study. Similarly, the Canadian Code of 
Ethics for Psychologists (Canadian Psychological Association, 
2000), while commenting on the issues, does not provide enough 
direction. Th e standards for the Avoidance of confl ict of interest 
indicate that one should: 

III.31:  Not off er rewards suffi  cient to motivate an individual or 
group to participate in an activity that has possible or known risks 
to themselves or others. (Canadian Psychological Association, 
2000, p. 26)

III.33: Avoid dual or multiple relationships (e.g., with clients, 
research participants, employees, supervisees, students, or trainees) 
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and other situations that might present a confl ict of interest or 
that that might reduce their ability to be objective and unbiased 
in their determinations of what might be in the best interests 
of others. (Canadian Psychological Association, 2000, p. 26)

With respect to attaining consent, also relevant are statements 
I.27 (Take all reasonable steps to ensure that consent is not given 
under conditions of coercion, undue pressure, or undue reward) 
and I.28 (Do not proceed with any research activity, if consent is 
given under any condition of coercion, undue pressure, or undue 
reward). Again, these statements provide a framework, but they do 
not provide the direction needed in terms of providing incentives 
and managing dual relationships with addictions clients. 

With respect to program evaluation, the Canadian Evaluation 
Society (CES) has recently (April 3, 2008) published its ethical 
guidelines and, with these, a comparison to the guidelines 
outlined by evaluation associations in other countries (CES, 2008). 
Still, these guidelines make no reference to issues of payments 
to participants or dual relationships. Further, although CES is 
the professional association for evaluators in Canada, there are 
currently no standards in place that govern practice as an evaluator, 
nor is there any type of accreditation as a professional evaluator 
(although this process is underway). Further, the educational 
backgrounds of individuals working in the fi eld of evaluation are 
quite disparate. As such, it would behoove professional evaluators 
and others involved in applied research to avail of additional 
training in research ethics in order to supplement the available 
guidance from their regulatory body or association. Such training 
may involve accessing free online tutorials, such as those available 
through the National Institutes of Health (http://www.nih.gov/) or 
the Interagency Panel on Research Ethics (www.pre.ethics.gc.ca), 
or reviewing the ethical guidance provided by such governing 
bodies as the Offi  ce of Human Research Protections in the United 
States (http://www.hhs.gov/ohrp/) or similar governing bodies in 
other jurisdictions. 

Clearly, specifi c guidelines for practice are lacking and further 
evidence-based ethical direction is necessary to protect 
participants and ensure quality research (Anderson & Dubois, 
2007). Of course, REBs may provide specifi c guidance regarding 
these issues; however, the applied research and applied researcher 
for which this paper is intended may not always be affi  liated with 
an institution which has an REB. Th e following sections address 
some of the primary considerations for such guidelines.

The Ethical  Problems:  Dual 

Relationships –  The Cl inician-

Researcher

A clinician-researcher is an individual who provides direct clinical 
services and conducts research (see Yanos & Ziedonis, 2006). 
Within these roles, a number of dual relationships are prevalent 
in applied research with substance users.1 Evans and Hearn 
(1997, citing Pope, 1991; Sonne, 1994; Valentich & Gripton, 1992; 
Younggren & Skorka, 1992) suggested that “a dual relationship 
in professional practice occurs when a practitioner is in another 
signifi cantly diff erent professional or non-professional relationship 
with one or more of his or her clients” (p.53). With respect to 

a clinician also acting as a researcher, Evans and Hearn (1997) 
suggested only that there is a potential for a dual relationship. Of 
course, such potential is realized when the clinician asks the client 
to participate in a research project. 

When considering the concept of professional boundaries, Gutheil 
and Gabbard (1993) discussed a distinction between boundary 
crossing and boundary violation. Th e authors suggest that 
boundary crossing occurs when roles have been changed wherein 
the professional helper-client relationship may have moved in 
ways that refl ect a friendship, or an alternative relationship not 
akin to the original professional roles and practices.  Th e authors 
defi ne boundary violations as occurring when exploitation of 
the client exists.  Th e position in the present paper is that the 
situation in which a clinician participates in the recruitment of a 
research participant exemplifi es a boundary crossing and should 
thus be avoided as it extends the limitations of the helper-client 
relationship. 

Within the concept of dual relationships, a discussion around 
power imbalances is also warranted. It is the power diff erential that 
contributes to the infl uence that the clinician has over the client 
(Evans & Hearn, 1997), and we must question whether this power 
diff erential is contributing to the client’s decision to participate 
in a research study in which he/she would not have otherwise 
participated. Table 1 presents types of dual relationships that are 
present in applied research and illustrates the power imbalance 
through the recruitment questions that may be asked of clients. In 
each of these situations, it is evident that the client may experience 
some pressure to participate. One cannot be certain that the client 
would have participated without such infl uence, so the clinician 
should take into careful consideration his/her potential infl uence 
and its impact on the client.  

Table 1:
Recruitment Questions Posed to Addicton Clients

Recruiter Recruitment Question Posed to Addictions 
Client

Clinician-
Researcher

Will you participate in my research study?

Clinician Will you participate in my colleague’s research

Researcher I was given your name by your clinician. Will 
you participate in my research?

Program 
Manager/Staff 

Will you participate in the evaluation of the 
program in which you are currently enrolled?

Th e confl icts that are presented within the dual roles of the clini-
cian-researcher in applied research are commonly summarized 
into fi nancial confl icts of interest and those arising from the op-
posing agendas inherent in each role, namely, benefi cence on the 
part of the clinician (e.g., acting in the best interest of the client) 
and scientifi c autonomy on the part of the researcher (e.g., con-
ducting scientifi c research using the appropriate rigour) (Yanos & 
Ziedonis, 2006).Clinicians oft en have good reason to participate in 
research involving human participants. Reasons may be related to 
professional promotion and reputation, as well as partnerships with 
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third parties, such as pharmaceutical companies. Moreover, Yanos 
and Ziedonis (2006) present the argument that within applied 
research those with direct clinical exposure have the advantageous 
position of understanding the most relevant research that would 
contribute to issues ‘on the ground’. 

Th us, the direct and subtle ways in which clinicians infl uence the 
recruitment of clients as research participants challenge a position 
that suggests that clinicians completely avoid any  role in the 
recruitment of research participants. Rather, it is suggested that 
clinician-researchers maintain extreme caution when these roles 
cross. Yanos and Ziedonis (2006) present an eff ective approach for 
clinician-researchers to integrate their dual roles. Specifi cally, the 
authors suggest that clinician-researchers develop an ‘integrated 
identity’ toward dealing with confl icts of interest such as dual 
relationships. Th e approach entails that clinician-researchers 
be aware of themselves and their ethical responsibility to the 
individual client and take steps to ensure that relationships with 
participants are formed in ways that minimizes the chance of 
therapeutic misconception. Th e authors also make the point that 
although self-awareness and education may still leave room for 
bias leading to exploitation and or poor science, these key steps are 
eff ective in putting forth the appropriate context for the clinician-
researcher to use sound ethical judgment. 

In the case where this ethical judgment leads to a conclusion 
that recruiting participants may cause irreversible harm to the 
existing relationship, then the clinician should avoid any role in the 
recruitment of participants for a research study. Th is may include 
engaging in a discussion of research projects, distributing research 
information, and permitting a recruitment poster in his/her offi  ce. 
In each of these cases, the client may perceive that the clinician 
views participation favourably and is therefore, if even minimally, 
infl uencing participation. As such, clients are participating with 
the underlying expectation that they will be pleasing their clinician 
because of “prosocial” behaviour. In many cases, however, this can 
not be avoided as the research cannot proceed without the clinician 
bridging the gap between a researcher and the research participant. 
Moreover, the benefi t of the research may extend beyond any 
potential harm which is created through a boundary crossing. 
At the very least, it is important for these issues to be considered 
when research protocols are being developed and implemented. 

The Ethical  Problems:  Dual 

Relationships –  The Qualitative 

Researcher

Dual relationships and boundary crossings may also occur in 
the context of a qualitative research interview (Bourdeau, 2000). 
Qualitative research, as compared to quantitative research, 
relies heavily on interview methodology and may involve 
lengthy sessions (e.g., 2 hours) craft ed to facilitate maximum 
disclosure.  Bourdeau (2000) reviewed literature that suggested 
many similarities between the qualitative researcher-participant 
relationship and the clinician-client relationship.  Although the 
relationship between clinician and client is somewhat unique, the 
time that a researcher engages with a client during a qualitative 
interview also has the potential to test boundaries. For example, if 
the qualitative researcher does not remain attentive to maintaining 

his or her boundaries, he or she may over-disclose personal issues 
when in dialogue with a client in an eff ort to enable a client to relate 
to a research question or bring meaning to a research question.    

It is the position of the authors that the nature of the disclosures 
made in interviews with individuals with addictions necessitates 
that qualitative researchers make every eff ort to limit the potential 
for boundary crossings; specifi cally, the qualitative researcher 
should avoid assuming roles that resemble those of a clinician. As 
the qualitative interviewer employs many of the same interviewing 
skills (e.g., refl ection, probing, reframing, summarization) as the 
clinician in an eff ort to achieve similar goals (e.g., rapport, insight 
into client emotions, thoughts, and motivations, and identifi cation 
of problems) there is a high potential for roles to become blurred.  
Moreover, the fact that qualitative researcher training is oft en 
minimal, it cannot be assumed that competence will be exercised 
in dealing with the complex diversifi cation of emotions that may 
surface during the course of an interview. Further, if the research 
employs a longitudinal design, the potential for dual relationships 
and boundary crossings is larger and thus requires more skill to 
avoid. In summary, research interviews with individuals with 
addictions could result in dual relationships because of a possible 
power-diff erential, the possibility of a lengthy interaction, and 
a potential for non-immediate termination of the researcher-
participant relationship, especially in the case of longitudinal 
studies. 

The Ethical  Problems:  Incentives  and 

Inducements

Th e ethical issues surrounding dual relationships are exacerbated 
when incentives are considered. Unfortunately, however, very 
little has been published regarding the ethics of paying substance 
users to participate in research. Th is is of particular concern given 
this is a population for which payment for participation may 
trigger relapse (Seddon, 2005). Seddon (2005) reviewed research 
suggesting that fi nancial incentives (including food vouchers) place 
individuals with addictions at risk because they are likely to use this 
compensation to fund the addiction. Similarly, Shaner et al (1995), 
in an evaluation of 105 individuals with cocaine dependence, noted 
a strong temporal association between support payments to drug 
users and substance abuse relapse. Th is suggests that even payment 
to individuals in addiction recovery may be creating undue harm.  
Indeed, many clients in treatment for substance abuse problems 
consider money a precipitating factor with respect to relapse. 
Moreover, as noted by Fry, Hall, Ritter, and Jenkinson (2006), we 
must especially attend to the undue infl uence of incentives on 
individuals experiencing withdrawal symptoms, intoxication, or 
related psychosis.

Still, if incentives were so detrimental to individuals with addictions, 
one would expect larger incentives to have a greater negative 
impact. Yet, Festinger et al (2005), in a well-devised controlled 
study on the matter, found that neither the method (cash or gift  
certifi cate) nor the amount ($10, $40, or $70) of payment had an 
impact on perceptions of coercion or subsequent rates of drug use. 
Payment amount was, however, associated with increased rates of 
participation. Still, as with the general population, incentives are 
not the only reason that individuals with addictions participate 
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in research (Fry et al., 2006). Fry et al noted that individuals 
with addictions participate in research for a variety of reasons: 
“citizenship, altruism, personal satisfaction, drug user activism, 
and to obtain information” (p. 24). Th us, this research suggests 
that incentives are benefi cial for recruiting participants (Fry et al., 
2006; Ritter et al., 2003) and maintaining longitudinal samples (e.g., 
Festinger et al., 2005). In summary, payment may result in relapse 
for some (Seddon, 2005), which is a defi nitive risk to participant 
wellbeing. Ultimately, individuals with addictions have the right 
to receive the same benefi t from research as is received by other 
research participants (Fry et al., 2006). 

It is evident that payment acts as an incentive; however, the issue of 
inducement is somewhat less clear. Of relevance here is the economic 
situation of this target group. Many substance users are recipients 
of social benefi ts, and therefore, have limited resources. As noted, 
REBs are asked to consider the economic situation of participants 
when examining fi nancial incentives (CIHR et al., 1998). Th is 
consideration is nowhere more relevant than with marginalized 
mental health consumers. As such, fi nancial incentives are more 
likely to act as an inducement with this population than with the 
general population. As Marson, Savage, and Phillips (2006) noted 
in a review of literature on ethical concerns related to the fi nancial 
capacity of individuals with serious mental illness, “a monetary 
payment of $50 may represent a full month’s personal spending 
money for the person with severe mental illness, but only a modest 
recompense for his or her typical adult counterpart” (p. 89). It is 
troubling then that a survey conducted by Ripley, Macrina, and 
Markowitz (2006) demonstrated that REBs examining clinical 
research proposals did not, in fact, consider participant income 
as important in determining the appropriateness of diff erent 
payments. Nonetheless, REBs need to be aware of the link between 
incentives and drug use for individuals with addictions, and pay 
particular attention to the economic situation of the participants. 
If relapse is likely, then it is not ethical to facilitate this relapse.   

It follows that REBs and researchers should not work under the 
naïve assumption that the addictions population is somehow a 
homogenous group that shares the common thread of substance 
dependence.  Th ere are marked diff erences across substances 
in terms of behaviour and impact on reasoning. As such, it is 
speculated that the impact of incentives and dual relationships will 
vary across individuals, depending on the drug being used and 
the severity of the addiction. Th erefore, to adequately determine 
and manage the risk to participants, a thorough screening of 
potential participants and their motives is warranted. A better 
understanding of risk for each specifi c participant will undoubtedly 
have an impact on the informed consent process.  Given the mixed 
fi ndings in the reviewed literature, it is clear that we do not yet 
know enough about the eff ect of incentives on relapse and other 
negative outcomes. So, until which time as a larger and more 
conclusive body of evidence is developed, it seems prudent to 
proceed with caution and inform individuals with substance abuse 
problems about these potential harms. 

The Ethical  Problems:  Informed 

Consent

Th e condition of informed consent requires that: 1) the individual 

is given enough information to make the decision of consent, 2) 
the individual understands the information, 3) the individual has 
the capacity to consent, and 4) the consent is voluntary (Faden 
et al., as cited in Loue & Ioan, 2007). Th e preceding discussion 
of inducements and relapse risks draws into question whether 
or not individuals with addictions are capable of meeting the 
requirements of informed consent. Fry et al. (2006) noted that 
“the main ethical questions about subject payments relate to their 
potential impact upon voluntary consent (i.e., inducement or 
infl uence), and the related issue of how prospective participants 
evaluate the personal risks, harms and benefi ts from research.” 
(p.23).  It does not appear then, based on the reviewed literature, 
that individuals with addictions are currently being off ered 
adequate risk information to permit consent. At the very least, 
participants should be provided with additional information 
during the consent process. Applied research conducted by the 
fi rst and third authors has included the following statement in 
the consent form: “Some evidence suggests that participating 
in research for fi nancial compensation is associated with an 
increased risk of relapse.”  

Research Quality

Finally, we must consider the purpose and quality of the research 
that is being conducted with individuals with addictions. We 
must consider that applied research with individuals with 
addictions has important public health implications and therefore 
obtaining a representative sample is essential. With respect to 
the evaluation of programs that facilitate recovery, it is essential 
to ensure participation of the clients being served. It is oft en the 
case that these programs may be piloted with a limited number 
of individuals and therefore methods to increase participation 
rates are important. Th e experiences of these individuals speak 
to the value of the program/intervention and have direct eff ects 
on program continuance and expansion. As noted in a review by 
Fisher (2004), certainly, the validity of such studies is questionable 
if participation rates are minimal. 

Another important issue with respect to the quality of research 
with individuals with addictions relates to the longitudinal nature 
of much applied research. In making the case for the value of a 
program/intervention, it is essential to demonstrate the long-term 
benefi ts of these programs. Th erefore, including incentives is key 
to ensuring that participants maintain contact with researchers 
and that they notify the researchers when changes of address 
occur. Th is is especially relevant for mental health and addictions 
consumers who are likely to be transient and suff er relapses. Fry 
et al (2006) reviewed research that supported the contention that 
incentives improve recruitment and retention. Still, as noted, 
consumers should be informed of the risks associated with such 
incentives. 

Conclusions and Recommendations

Th e prior discussion has highlighted some of the ethical issues 
relating to research with individuals with addictions. It is clear 
that attention to these ethical issues, while growing, is still 
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extremely limited. REBs, professional associations, and the clinical 
and research professionals in the fi eld are in a position to provide 
leadership and guidance in this area. In the case of vulnerable 
populations, such as individuals with addictions, evidence-based 
decision-making is necessary (Anderson & DuBois, 2007). It is 
clear that dual relationships exist (Evans & Hearn, 1997), that 
incentives increase participation and are linked to drug use 
(Seddon, 2005), and that participants may not fully understand 
the risks associated with participation and are therefore not 
meeting the requirements of informed consent (Fry et al., 2006). 
Th erefore, REBs should require that researchers demonstrate an 
understanding of these issues and have in place steps to minimize 
the risk of relapse.

However, in the absence of formal guidance, the onus is placed 
on the applied researcher to ensure that participants and research 
assistants are informed of the potential risks. Research assistants 
who will be interviewing substance users should be trained to 
recognize dual relationships and to be aware of the power diff erential 
that exists with clients/participants and the potential hazards 
involved with paying participants (e.g., traveling with money to 
and from interviews). Further, protocols should be developed for 
situations wherein the participant may be experiencing withdrawal 
symptoms, intoxication, or related psychosis. Protocols should 
cover, for example, appropriate meeting places/times, methods 
of payment, emergency contact information, and training in 
recognizing adverse symptoms. Th is would help ensure the safety 
of the participant and the researcher. REBs should require that such 
training and protocols be in place prior to study commencement. 

Researchers should also be conscious of the fact that many 
clinicians working with individuals with addictions have not 
received ethics training and may not be aware of appropriate 
research ethics or the intricacies of related dual relationships. 
Th erefore, providing direction to clinicians (for example, on not 
recruiting participants) may be necessary. Likewise, clinicians 
should be aware that many individuals who conduct applied 
research, such as program evaluation, have not received adequate 
training in research ethics and may also not fully understand 
the problems associated with dual relationships. Th ese problems 
may be partially addressed if all individuals who are involved in 
collecting data from clients be advised to take one of the available 
online ethics courses. It is important to note that many of the 
projects which are the focus of this paper do not undergo REB 
review as they are considered quality assurance or because they are 
being conducted regarding a program or treatment facility that is 
not university affi  liated. As such, the onus rests with the applied 
researcher/clinician to consider and address these education gaps.  

Further, as noted, a more detailed screening of participants is 
necessary in order to minimize risk. Th is screening should inform 
the researcher about the availability of fi nancial resources, severity 
of addiction, sources of emotional support, and motives for 
participation. Th e researcher should not permit the participation 
of individuals for whom payment is a primary motive and/or the 
purchase of drugs with this payment seems likely. However, it is 
also important to consider that research participation could be 
seen as a means to earn money without resorting to crime; thus, 
a possible form of harm reduction. An alternative approach may 
be to build research participation into the program design and 
funding, thereby requiring that participants of programming be 

participants in related evaluation research. Beyond these methods, 
applied researchers should lobby professional associations and 
REBs to attend to, and provide further guidance, on this matter.

As a fi nal note, the reader is also cautioned that, in a mental health 
setting, it is diffi  cult to disentangle the addictions population from 
other clinical populations. As such, attention to the ethical issues 
relevant to research with forensic clients, clients with developmental 
disabilities (Fisher, 2003), geriatric clients (Moye & Marson, 2007), 
and clients with severe mental illnesses (Marson, Savage, & Phillips, 
2006) is important. Concurrent and dual diagnoses are prevalent 
and, therefore, the applied researcher must ensure sound ethical 
practice when dealing with these vulnerable populations. In the 
absence of action from other groups, the applied researcher should 
be cognizant of ethical practice with individuals with addictions 
and the outlined nuances of dual relationships, incentives, and 
informed consent.
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Endnotes

1 Note that issues of dual relationships are important for all areas of 
applied research in mental health settings, not just for substance 
users.
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Progress in the art and science of mental health care depends 
upon innovation in clinical settings. In the research setting, 
the oversight of ethics committees and scientifi c peer review 

enables such innovation to occur in a manner that avoids much of 
the adverse consequences of the past. Such consequences emerge 
from ethical lapses or poor and unsafe scientifi c method (Roberts, 
1998).

When clinical services aspire to quality improvement, creative 
and innovative approaches to old problems are needed to drive 
such change. Whilst the barriers to quality improvement usually 
arise indirectly from resource restrictions, bureaucratic inertia 
or systemic resistance, very little consideration has been given to 
the need for the kind of oversight considered imperative for safe 
and ethical research. Should clinical innovation continue to enjoy 
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such impunity? We believe that it should not.  

In contemporary mental health care settings, both new and old 
approaches to care are stimulating change. Th e drive for change 
derives, in large part, from the allure of new treatments or new 
research fi ndings, however this is frequently balanced by the 
realization that change for change sake is not always for the better. 
Moreover, in teaching hospitals both clinical and academic staff  
seek to develop research hubs of specialty within their service. Th is 
process of change oft en attracts additional resources to a clinical 
service, enhances institutional espirit de corps and stimulates 
research and publication. 

Approaches to Limiting R isk

Which of the preconditions to ethical conduct of scientifi c 
research should be expected of such clinical innovation? In the 
fi rst instance, the moral reckoning that followed the “doctors 
trial” at the Nuremburg War crimes trials in 1945 emphasized 
the centrality of informed consent to any research involving the 
interests of patients (Lift on, 1986). In New South Wales, the use 
of “Deep Sleep Th erapy” at Chelmsford hospital was a tragic 
example of clinical innovation which led to signifi cant harm. 
In this instance, a dangerous treatment was implemented in the 
name of innovation without any process of informed consent, peer 
review or ethical oversight and dozens of patients died or were 
seriously harmed. Community outrage in the aft ermath of this 
tragedy led to profound changes to mental health laws and clinical 
governance in Australian healthcare institutions (Lawrence, 1991; 
Lupton, 1993). 

Consent to innovative treatment programs is intrinsically 
problematic in mental health settings as patient autonomy is oft en 
compromised. Th e capacity for research subjects suff ering serious 
mental illness episodes to consent to research participation has 
been discussed elsewhere(Appelbaum & Roth, 1982) – in many 
instances potential recipients of the new treatment are compelled 
to accept it under the coercion of mental health legislation—such 
as the out-dated practice of surgical sterilization of psychiatric 
inpatients in the United States during the fi rst half of the 1990s 
(Grob, 1980). Moreover, acute psychiatric settings engender a 
culture of submission in both their design and operation; the 
presence of symbols of coercion such as seclusion rooms, locked 
doors and security infrastructure perpetuate the exercise of power 
typical of the asylums described by Goff man (1961) and Foucault 
(2006).

Th e second precondition to ethical research is the expectation 
of scientifi c rigour. Such enquiries are to be conducted in a 
methodologically sound way and likely to produce further 
knowledge that is benefi cial (American Psychiatric Association’s 
Task Force on Research Ethics, 2006). Ethical and scientifi cally 
rigorous research is never the pretext for the self-serving imposition 
of idiosyncratic views about mental illness or its treatment. Clinical 
research innovation should only occur on the basis of a coherent, 
evidence-based argument justifying its potential benefi ts balanced 
with the demonstrable risks (Miller & Joff e, 2009).

Th e involvement of consumers and their carers in the development 

and operation of mental health services has been a characteristic 
of the fi eld in the last few decades (Horsfall, Cleary, Walter, & 
Malins, 2007; Lammers & Happell, 2004). Since the early 1990’s 
the presence of a consumer ‘voice’ has become a necessary step in 
policy development and implementation in mental health care in 
liberal Western democracies. Despite this, it seems that academic 
enterprises clad in “quality improvement” or “service development” 
garbs can oft en by-pass this by not seeking the views of the service 
users. 

Towards B etter  Mental  Health 

Research

Th e reality of mental health care is one of limited resources and 
seemingly limitless demand. As such, resources may be diverted 
from established models of care to academically driven service 
developments, creating further pressure on existing services. 
Moreover, staff  are oft en expected to accommodate additional 
demands upon their time including, for example, the expectation 
of their arranging and coordinating appointments or the collection 
of data for research, rather than clinical purposes. Additionally, 
if limited health resources as spent on investigations to gather 
data of questionable clinical signifi cance (as against academic 
necessity), this also adds to the ‘footprint’ of such services. Some 
medical tests can be justifi ed because they are a requirement for 
admission to a psychiatric hospital (Zun, Hernandez, Th ompson, 
& Downey, 2004), while others seem to be more benefi cial to the 
academic-clinician than the patient as they have poor clinical 
utility for the individual. 

One of the essential features of ethical research is clear 
communication of the potential benefi ts of a study to participants. 
Th is is a necessary step in obtaining informed consent. More 
signifi cantly, making potential research subjects in clinical care 
settings aware of their right to refuse to participate in these 
programs is problematic in that such patients may fear that their 
clinical care may be aff ected. In settings of involuntary psychiatric 
treatment, such consent may be provided under the auspices of 
the law, which overrides the patient’s right to refuse any form of 
therapeutic intervention. 

Studies based upon the acquisition of a database of biological 
material for later genetic testing or other future biological analysis 
place clinical research subjects in a dilemma. In these situations 
patients are required to endure potentially invasive procedures 
for no clinical benefi t with the added anxiety aroused from the 
uncertainty around the future use of their tissue samples. Moreover, 
these patients may be concerned that the results of the analysis of 
their tissue samples may have a clinical signifi cance which may not 
be readily available to them at a future time (Merlo, Vahakangas, & 
Knudsen, 2008). Moreover, clinical improvement can also include 
non-biological innovations that that impact on patient ethics that 
involve non-routine procedures.  

So how can clinical innovation and academic progress not be stifl ed 
by such concerns? Whilst ethics committees, whose focus and 
remit are research projects, cannot and should not be tasked with 
an oversight role in clinical innovation, they do provide a potential 
model of such a process. In the fi rst instance, any data collected 
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from a clinical service that is to be used for any publication or 
teaching purposes should be subject to the same conditions as 
any funded research – consent, confi dentiality, peer review of 
methods and subject safety. Second, the primary task of service 
innovation should be improved patient care, not the progression 
of a particular academic agenda. Th ird, broad consultation from 
all relevant stakeholders from consumers and their advocates to 
government departments is a requirement of any such process. Th e 
likely impact of such service innovations on the existing services 
should be evident from such a process. 

Clinical settings provide fertile ground for the generation of 
valuable knowledge about mental health care and the marriage 
of academic and clinical concern is vital to progress in the fi eld. 
Much academic misconduct and ethically questionable practice 
occurs as a result of a failure of oversight and broad refl ection of 
the implications of diff erent processes (Spece & Bernstein, 2007; 
Steneck & Bulger, 2007). Rather than stifl e progress, the kind 
of concerns we have highlighted should facilitate the important 
contribution that academic-clinical innovation should off er.
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IN MY LIFE
Incest Survivors and “Borderline 

Personality Disorder”  

My compassion and love for incest survivors magnifi ed but so did 
my anger about the injustices we had faced and continued to face.   
For example, why, I asked, did we have to be anonymous? What 
was there to be ashamed and secretive about? Could we not in large 
letters paint the words “Support Group for Incest Survivors” on the 
front of the building/our house?  We had done nothing wrong, and 
had continued on courageously despite the severe lack of support 
and the ugliness surrounding us.  We should be wearing metals of 
honour and an amount of ribbons totalling the years of our lives.

“B orderl ine Personality  Disorder ”

In mental health practice it is still very common that when women 
present histories of chronic sexual trauma they are given the label 
of “borderline personality disorder”, despite the numerous feminist 
critiques of the term in scholarly literature which maintain the label 
over-problematizes personalities.1  

Here I am adding that the label gives no consideration to the fact 
that a person’s persisting diffi  culties are exacerbated by a society that 
is not structured around being welcoming and supportive toward 
survivors of childhood trauma with their particular struggles.  Th us 
the label “borderline personality disorder” serves to blame indi-
viduals for their persistent challenges, in referring to emotions and 
behaviour as irrational that are actually understandable in relation 
to the social context of survivors, such as anger and despair, fre-
quent changes in work and relationships, and self-harming behav-
iour.   We live in a society which is both highly individualistic and 
family-centered, where individuals must depend on their families 
and cannot rely on the kindness of strangers.  If a person is from 
a very abusive family, or with no or very few non-abusive family 
members, one is lacking a very fundamental support system and 
thus will have signifi cant obstacles that others with more functional 
units will not understand.  

It is unconscionable for mental health professionals and theorists to 
continue to engage with this unethical label in any shape or form.  
What confi dent and self-loving person would accept thinking of 
himself/herself as having something inherently wrong with his/
her most basic self?  People like incest survivors are so used to 
being insulted and mistreated that they think they must deserve 
this psychiatric insult.   One woman at an SIA meeting said she 
had been given three psychiatric diagnoses, including “borderline 
personality disorder.”  She said, “I’m so bad. I’m such a bad person. 
I am so mixed up.”  Th at she is bad and faulty and not someone 

Introduc tion

A few weeks ago I was feeling a need to reconnect with a 
Survivors of Incest Anonymous (SIA) support group.   I 
had trouble fi nding the location of the meeting as the place 

is a faceless white building, in between a pet store and a large brick 
seniors’ center.  When I fi nally found it, I was directed with a hand-
written scribbled sign hanging lopsided on the door telling people 
to go to the back.  Aft er some steps in the wrong direction into the 
back of the pet store I stumbled up some broken door steps and fell 
into a comfortable, cozy home environment.  A very slight woman 
with pretty turquoise eye shadow greeted me with a quick, relaxed 
smile and hug and I went into the kitchen to make myself a cup of 
tea.    Other members had arrived and were chatting and laughing.   
Th en the meeting began, with the usual introductions and lead up 
to an open fl oor and time for more introverted, individual shar-
ing.  I listened attentively to each woman refer to the usual topics 
at SIA meetings: denial and lack of support of relatives;  unsup-
portive job environments which allowed no room for gloomy and 
cheerless faces emerging from a sleep full of the usual nightmares; 
dominating boyfriends or husbands who women admitted were so 
much like their original abusers but who they found it impossible 
to separate from;  unemployment and fi nancial dependency on 
complicit mothers and siblings;  inept and humiliating responses 
of police voyeuristically enjoying hearing about “sexy” forbidden 
“relationships” between adult men and young girls; and psychiatric 
mistreatment with a barrage of labels.  Hearing the women’s stories 
made me feel very much at home and I snuggled up with a giant 
teddy bear and sipped my hot tea.  

Andrea Nicki PhD

University of British Columbia, Canada

This essay is about the common experiences of survivors 
of incest trauma and the psychiatric label of “borderline 
personality disorder” which harms their interests by keeping 
attention away from much needed societal changes.  I draw 
a parallel with the survivors of a severe storm, seeking to 
illustrate the severe diffi  culties of incest survivors in a 
society that stigmatizes and marginalizes them.   Because 
of negative thinking about incest survivors and their 
personalities and the societal minimization of incest as 
a serious trauma, the aftermath of incest is, in important 
respects, diff erent from and more layered than the aftermath 
of a natural catastrophe.
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the storm is not over, and there are continuing serious challenges, 
and you are simply reacting to the waxings and wanings of the 
storm.   When a branch fl ies and hits you on the head you cry out 
in great pain and anger because there is no one to comfort you.  
Th ere is nothing wrong with your survival instincts and you know 
you must make a safe shelter for yourself; you make a raft  out of the 
branches of fallen trees.  When your raft  breaks because you were so 
exhausted from your relentless struggles that you forgot to attend 
to something important, you become very depressed.  When the 
storm subsides for a while you start to feel relaxed and even elated 
and look wild-eyed (“manic”), as you are so thankful and grateful 
for a moment of peace, but you know that the storm will soon show 
its mean red eye again and you are not safe from harm.  You keep 
in contact with the helpers because you think they are better than 
nothing, though they say there must be something wrong with you 
since all you can come up with is a raft  and nothing more stable 
and enduring.  Some of them say the problem is not just in your 
personality but in your neurology and genes too.   Sometimes you 
feel so exhausted and alone trying to survive in a reality that the 
helpers won’t recognize, you feel suicidal.   You tell the helpers you 
are feeling angry toward them.  Th ey say you seem to be acting out a 
fear of abandonment; you should try to control that too.  You try to 
make friends with others in the storm but many of them are in the 
same panicked state to survive and you are poor company for each 
other.  You consider forming an intimate relationship with someone 
but you know during a storm is no time for this.  Th e helpers say 
you have a problem with avoiding relationships.  Sometimes you 
cut yourself with your jackknife to relieve some emotional pain.    

Finally the storm abates and stops.  You can make a good life for 
yourself, build a home, not just a raft .   You are grateful to be alive.   
For those who know nothing of severe storms you seem peculiar; 
they fi nd your conversation questions and your manner odd.  You 
seem from a foreign country and you are.  

I look forward to the day when incest survivors can enjoy the 
same sexually neutral respect that has been accorded to survivors 
of other catastrophes.  Some of my closest friends are refugees, 
and it’s because we understand well what it means to be deprived 
of a safe home.

 
Notes:

1. See especially Herman, J.L. 1992.  Trauma and Recovery.  New 
York: Basic Books.  Herman argues that the label should be 
replaced with “complex post-traumatic stress disorder.”  I ex-
plore her views in my article “Rethinking ‘Multiple Personality 
Disorder’: Recovering Moral Agency” Nicki, A. 2008.  Journal 
of Social Alternatives. Volume 27: 4: 2008. 

2. Th is is not to argue, however, that people with cognitive and 
physical disabilities are not oft en subject to dehumanizing lan-
guage and treatment.  I am simply trying to raise the status of 
incest survivor to the level where perjorative language directed 
at them will be a matter of controversy like the phrase “People 
with Mongolism” directed at people with cognitive challenges.

deserving of love is exactly what the label “borderline personality 
disorder” is telling her, thus affi  rming her very low self-esteem.    
A few months ago I taught a course in health care ethics in an 
MHA program with health professionals; several of them work in 
the mental health fi eld and I brought up the topic of borderline 
personality disorder.  I was appalled by how quickly and easily some 
of the students showed their disgust of “the borderlines.”  Activists 
on behalf of people with other kinds of disabilities such as people 
with cognitive disabilities and people with physical disabilities 
have been more warmly received in their challenges to pejorative 
thought and language; we would not expect to fi nd an article in 
a scholarly journal entitled “A critical exploration of people with 
Mongolism” or “Treating Cripples.”2

Proper respect toward survivors of childhood incest trauma is long 
overdue.  Aft er hearing survivors of incest talk about their very 
negative experiences and poor health outcomes with psychiatrists 
upon being labelled with “borderline personality disorder,” some 
members of SIA, including myself, decided to form a non-profi t 
organization called “Matron Saints of Incest Survivors” which pro-
vides empowering educational resources and peer counselling, and 
does community outreach.    

S o cial  Contex t  of  Incest  Sur vivors

Incest trauma is no more shaming and also no less serious than 
trauma related to natural catastrophes.  But there are several dif-
ferences in the aft ermaths.  One diff erence is that survivors of 
natural catastrophes are not heavily stigmatized and shunned or 
oversexualized by others in society, as when survivors are seen as 
having had consensual “relationships “ with their abusers.  Despite 
having experiences of post-traumatic stress and other serious chal-
lenges if the society is highly individualistic, survivors of a natural 
catastrophe can more easily distance themselves from the natural 
catastrophe.  By contrast, incest survivors, with fewer avenues of 
validation, healing and support, are left  circling the trauma and 
will have more trouble moving on.  For example, when people talk 
about surviving a natural catastrophe, others may look uncomfort-
able but it is unlikely that they will question the reliability of their 
memory or bring up “false memory syndrome,” behaviour that is 
commonly experienced by incest survivors when they refer to the 
incest trauma.  Further, survivors of a natural catastrophe will not 
usually be treated poorly by a health professional simply because 
they are survivors of a natural catastrophe whereas incest survivors 
oft en encounter diffi  culties fi nding a general health care provider 
when they mention a history of sexual trauma.

Imagine you are in a storm and there is no shelter and no one to 
assist you.  You must fend for yourself and try to build your own 
shelter.  You use your own wits and also reach out for help and use 
the telephone and call some help lines.  Th e people on the telephone, 
the helpers, tell you you are not in a serious storm as you are not 
so far away from where they are standing where it is very sunny 
and comfortable.  In fact these people have never experienced a 
severe storm, though they have read about it in books, and have 
only experienced rain showers themselves.  Th ey tell you the storm 
is now over and that you need to talk about the storm, take some 
pills, and work hard on controlling your emotions.  Your emotions 
are too stormy, they say; you need to become more stable.   And of 
course your emotions are stormy because from your perspective 
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This paper seeks to begin a conversation about the ethical 
issues associated with organizing, delivering and evaluating 
an arts festival about mental health. In doing so we would 

acknowledge the thoughtful paper by Krahn (2009) that considers 
some of the ethical and practical issues in organizing a mental 
health fi lm series. Th e potential scope of this territory is extensive, 

and this paper does not aim to provide a comprehensive overview 
of the ethical issues involved. Nor will we be reporting back on the 
extensive festival evaluations that are being undertaken. Instead we 
aim to describe and explore some of the challenges, tensions and 
paradoxes that emerge ‘in practice’, practice that has been inspired 
by the ideas and work of Byrne (2009). We hope to generate 
questions that will provoke and encourage others to respond. 
In doing so, the authors draw upon our diff ering experiences of 
directing and evaluating the Scottish mental health arts and fi lm 
festival (smhaff ). We will briefl y outline the development and 
purposes of the festival and then consider some of the ethical 
issues in relation to the scope of the festival, its identity, issues of 
leadership and power, the cost of the festival, its reach and impact 
on audiences and the involvement of people who use mental health 
services.

The Festival

Th e Scottish Mental Health Arts and Film Festival has become 
a major national cultural event and one of the largest festivals 
of its kind. Over 300 events have attracted audiences of 25,000 
people. Media coverage has been extensive and positive in the 
press, radio and television, with an emphasis upon high profi le 
artists that appear at the festival. Th e events are increasingly the 
culmination of year round collaborations between artists, artistic 
organisations, community development groups, mental health 
groups and practitioners and include theatre, fi lm, concerts, 
exhibitions, dance, comedy, literature and fusion events. Partners 

BOOK AND MEDIA REVIEWS
Ethical Issues in a National Mental Health Arts and Film Festival
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Neil Quinn
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Greig Inglis
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Peter Byrne
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The Scottish Mental Health Arts and Film Festival has 
seen hundreds of arts, public and community groups co-
produce over 300 events to over 25,000 audience members. 
Integral to this arts-based approach, in contrast to social 
marketing or public education models, is the notion that 
mental health is an essentially contested concept whereby 
meanings are negotiated and debate encouraged. With 
emerging evidence that the festival is an eff ective way of 
engaging people intellectually and emotionally, we explore 
ethical issues, challenges and paradoxes that have emerged 
as the festival has developed. Consideration is given to 
issues of power, purpose, opportunity costs, reach, impact, 
programming risks, and participation from those with 
experience of mental ill-health. Throughout, we explore 
practical implications for funding, managing, programming, 
marketing and evaluation of this and similar endeavours.
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now range from the BBC and national arts bodies through to 
small community groups. Th e festival has evolved over 3 years 
towards a collective model which sees hundreds of partners 
working locally or nationally and includes a collaborative funding 
and management model, co-curation between arts, public and 
community groups, and regional planning networks spanning 
numerous sectors of civil society. Th e festival’s stated vision is to 
achieve social change towards mental health through the arts by: 
1) Challenging perceptions of meaning, stigma and inequalities 
in mental health 2) Making connections between community, 
public, arts, academic and voluntary organisations. 3) Developing 
audiences and reaching those who are oft en missed 4) Encouraging 
participation in the creative process by those who have experienced 
mental health issues, but also the wider community as a well-being 
initiative 5) Creating great arts events. It is formally supported 
by the Scottish Government who lead the national mental health 
improvement plan ‘Towards a Mentally Flourishing Scotland’ 
(Scottish Government, 2009).

S cop e

Th e initial idea for the festival was a weekend of fi lm designed 
to challenge stigma associated with mental health problems. 
Stigma and discrimination towards people experiencing mental 
health issues remains stubbornly entrenched despite a wide 
range of national and international campaigns that use public 
education, mental health literacy and social marketing approaches 
(Corrigan & Penn, 1999; Th ornicroft , 2006). Th e limitations of 
these positivistic approaches have led to a reconsideration of the 
potential of the arts.  Th e multi-faceted role of the arts has been 
explored in relation to recovery from mental health problems 
(Crawford & Patterson, 2007; Spandler et al, 2007). Added to the 
benefi ts of participation in the creative arts on individuals’ mental 
health, there is potential for using the arts for communicating 
ideas and eff ecting social and personal change in mental health 
(McCarthy et al, 2004). Th e main premise for the festival is that 
the arts have the ability to change public attitudes to reduce the 
stigma against people with mental illness (Chung et al, 2006; 
Twardzicki 2008).  

Identity,  power and par tnerships

Th e approach taken within the festival is to have a broad planning 
and funding group comprising a diverse range of partners and 
funders that share the costs and are part of a decision making 
process. Th is avoids being too dependent upon one funder and 
the problems this would create in terms of being restricted to 
being ‘on message’ for this particular funder. Th e range of partners 
funding and organising the festival hold diff erent philosophical 
and political positions in relation to mental health and the arts. 
Th ese include professional groups including psychiatrists, a range 
of organisations within the service user movement, government 
agencies and policy makers, social marketers, voluntary and 
community groups and arts organisations. Th ese positions are 
informed by both organisational and personal identities. Th is 
results in debates and tensions about concepts of mental health 
and the purposes of the arts in society. Consequently the festival 
as a whole may be viewed very diff erently by partners in terms 

of its identity and nature and its purposes. Th e festival can and 
has been seen as: 

• a human rights initiative

• an anti-stigma initiative

• a social marketing tool

• an artistic platform

• an opportunity for members of the public to meet people 
with mental health problems

Th is raises ethical issues in relation to the leadership and 
management of the festival. Is one perspective dominating? Are 
compromises diluting the focus and value of the festival? Are 
partners clear about what they are signing up to and what others 
might try to promote? It may be possible to fulfi ll a diverse range 
of organisational aims but this has to be carefully considered. One 
implication is that potential partners may not join as their positions 
may not be reconcilable with the concerns of a broader community 
of practice. For example, the remit of the festival is not to say how 
mental health problems should be treated and therefore accepting 
funding from pharmaceutical companies might be unacceptable 
to some partners. For a diff erent reason, certain arts bodies might 
argue that all work should be artist-led rather than co-created 
with mental health partners and may exclude themselves from the 
process for this reason. A community of practice (Wenger, 1998) 
that is more democratic or equitable creates a process whereby 
contradictory ideas and intentions can be identifi ed and managed. 
It has the potential to lead to meaningful festival events shaped by 
a broad range of partners, in contrast to a model in which a festival 
is commissioned to a single organisation and thereby dominated 
by one perspective, which is unlikely to engage the wide range of 
perspectives, which such a complex and contested issue as mental 
health needs (Faulkner & Th omas, 2002).

Cost

One ethical question to emerge from the development of a mental 
health festival is, ‘Can we justify limited resources in the public and 
voluntary sector being spent upon such a festival?’ Mental health 
problems are seen globally as one of the major health issues and 
are an increasing public health burden (WHO, 2001). Given that 
mental health is consistently an under-funded area of health and 
the pressures on health budgets in the context of recession, it 
can be argued that an arts festival cannot be justifi ed. Th e ethical 
question is ‘Could this resource be better used to provide frontline 
services?’ In addition, it could also be argued, ‘Can the resource 
be more eff ectively used in other public health approaches?’ We 
would argue that mental health services are not an appropriate 
comparator, partly as the festival aims to create extensive 
opportunities for people who use services and promote recovery 
and positive personal identity. In addition, the direct funding and 
in-kind pro bono money received would not be combined into a 
central fund and donated to mental health services. Opportunity 
costs essentially relate to the moderate cost of administering the 
festival. In relation to public education, the festival off ers excellent 
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economic value being low cost and having extensive reach both 
directly to audiences/public and through media reporting. Even 
excluding the economic value from the PR and media coverage 
and excluding the range of visitors to exhibitions, outreach and 
education events, the cost per attender at an event with debate 
is approximately £5. Th ese fi gures are a fraction of the costs of 
national training courses on mental health and national mental 
health campaigns. Th e reason that this is possible is that the festival 
engages hundreds of organisations, who oft en don’t see mental 
health as their core business, in events. Th is process is successful 
in levering in huge additional direct and in-kind fi nance to the area 
of mental health that other approaches do not. Moreover, it has 
the potential to make mental health a mainstream issue, which has 
resulted in the development of formalized multi-agency networks 
in almost 20 regions of Scotland linking arts, media, public and 
community organisations. 

Reach

A challenge for the festival is to reach the widest possible range 
of the community. One potential criticism is that a festival is only 
likely to reach those who are already well informed about and well 
intentioned towards mental health issues, such as people who use 
mental health services and their families and friends, and those 
who work in mental health. 

However, even where a signifi cant portion of the audience and 
participants have an interest in mental health issues there is still a 
lot of value in the scope to consolidate and build a community of 
interest that can challenge stigma and discrimination. Th e process 
of practitioners, those that use services, academics and others 
debating issues through the arts and panel discussions, off ers the 
scope to construct new understanding and insights and challenge 
the dominant discourses and promote equity (Pilgrim, 2005). In 
addition, if one of the primary aims of the festival is to challenge 
stigma, then it seems entirely appropriate that those aff ected by 
stigma have the opportunity to come together. Th ere is a tendency 
among mental health service users to internalise the negative 
views that they perceive as coming from others, to such a degree 
that it devalues their sense of self-worth and creates a feeling of  
‘otherness’ relative to the general public (Green et al, 2003). Bagely 
and King (2005) suggest that a major focus of stigma work should 
be exploring, and coming to understand service-users’ experiences 
of stigma and use this to inform interventions and campaigns. 
Moreover, if a central theme of the festival is to challenge stigma 
then you can argue there is a need to challenge stigma amongst 
this community of interest, given that service users have reported 
friends, family and mental health professionals as being sources 
of stigma (Wahl, 1999). 

Another potential criticism is that an arts festival will only be 
relevant to middle and higher income earners within society. 
Internationally, there appears to be a relationship between socio-
economic standing, and the tendency to pursue artistic and cultural 
activities. McCarthy et al (2004), argue that the individuals with 
an interest in the arts will typically be well-educated and hold 
sizable stocks of cultural and social capital. Th us, there may be a 
danger that any potential benefi ts aff orded by attending an arts 
festival may be absorbed primarily by a middle-class subsection of 
society at the expense of reaching wider communities. Individuals 

who earn higher salaries and higher educational qualifi cations, 
attend, and participate in, more artistic events than those who 
earn lower salaries (Hill Strategies Research Inc, 2003;  TNS, 2008; 
NEA, 2009; Timmins, 2009), although this does vary according to 
art form. Th is has particular implications for the future of an arts 
festival as an anti-stigma intervention; if an arts festival cannot 
reach wider society then its potential for eff ecting social change 
must be considered severely compromised. 

Equally, there is evidence that mental health awareness campaigns 
rarely reach communities that are at risk of marginalisation, such 
as minority ethnic communities (Tilbury et al, 2004). A central 
question is whether the festival corresponds to this pattern. A 
strength of arts events in this context is that they have the capacity 
to be fl exible, and to work with and within the explanatory 
frameworks of diverse cultures and communities – indeed one 
driver for establishing the festival emerged from community 
conversation and dialogue with ethnic minority communities 
about overcoming the defi ciencies of existing approaches (Knift on 
et al, 2009). And in practice, the evidence from the festival is that 
the events seem to be particularly eff ective in engaging ethnic 
minority communities, and low income communities (Quinn et al). 
One explanation for this is that we have evolved a co-programming 
model where community development organisations are central 
to the development of events and the marketing process. Th is is 
resource intensive but seen as an ethical imperative (the festival 
has almost 20 regional and equality/diversity planning groups). 
Events are oft en in diff erent languages and ethical programming 
necessarily involves a broad range of partners from diff erent ethnic 
minority groups and low-income communities. 

In building the ethical case for a mental health festival we have 
outlined a festival that is collectively managed, cost eff ective, and 
reaches a wide range of society. At this point, it is important to 
consider the impact of the festival upon audiences. 

Impac t

Of course impact needs to be considered from a variety of 
perspectives, but in terms of audience impact (the core stated 
concern of many stakeholders) this is very complex. It depends 
upon the broad concepts that are being used in events; there is 
scope for considerable variation in what diff erent people will 
take away from events. Traditional social marketing and public 
education would argue that the safest, most ethical approach 
would be to focus upon the content of the art/fi lm and present 
only those that have clear and positive messages and that post 
event discussions and information should contextualise these 
with key messages. However, approaches that focus only upon 
education/information not only exclude a contribution of a range 
of perspectives, but they are not particularly eff ective (Corrigan 
et al, 2007). 

However, there is a strong ethical case for avoiding screening 
suicide and self harm, specifi cally the problem of graphic depictions 
of the methods of self harm and suicide, which have the potential 
to infl uence vulnerable people within the audience (Byrne, 2003).  

Th ere are also other artistic representations which evidence 
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suggests have the potential to ‘worsen’ attitudes. Gaebel and 
Baumann (2003) report an attempt to challenge stigmatised 
attitudes towards people with schizophrenia amongst a sample 
of 200 participants. Here, participants were shown a fi lm (‘White 
Noise’) that acutely portrays a character’s subjective experiences of 
paranoid hallucinatory schizophrenia, and attempts to maximise 
the viewers’ involvement with such experiences. Although 
the majority of viewers reported an enhanced understanding 
of schizophrenia following the screening - as well as a greater 
capacity to empathise with individuals who might be suff ering 
from schizophrenia – the fi lm also appeared to reinforce negative 
stereotypes concerning people with schizophrenia, and increased 
social distancing. Gaebel and Bauman (2003) suggest that the 
nature of the fi lm may have made participants feel too ‘close’ to the 
protagonist and his plight, which sparked the negative reaction. 
Th is impact has been seen with one fi lm in the festival, Th e Devil 
and Daniel Johnson, which led to dangerousness perceptions 
worsening amongst the audience (Quinn et al). Th is documentary 
is a provocative piece that portrays its subject as unpredictable 
and remaining unwell with schizophrenia, despite continuing 
as a highly accomplished musician. Importantly, this fi lm also 
induced strongly positive responses indicating that evaluating arts 
events is very complex and demonstrating the need for thoughtful 
programming, and careful evaluation. 

Films that explore more positive themes, such as recovery and 
rehabilitation , may be more eff ective in engendering more positive 
reactions and breaking down stigma.  Emerging evidence from 
the festival also suggests that meaningful involvement in events 
from people who have experience of mental health problems, or 
who are from communities that experience marginalization, are 
crucial to impact (Quinn et al). 

Th e key ethical dilemma here is about the balance between 
certainty and risk – a continual safe programme may lose the 
attention of the public and media, and lose the chance to create 
new insights and create real debate. But on the other hand, this 
has to be set against the risk that challenging programming might 
increase stigma and possibly alienate partners who want to stay ‘on 
message’. Th e festival has an international fi lm competition, judged 
by a range of stakeholders, which has consistently identifi ed and 
rewarded fi lms that are challenging but do not show self harm, 
suicide or overtly negative portrayals of people with mental illness.

Th is brings us back to the actors…

Suppor t

If, as the emerging evidence indicates, the involvement of people 
who have experienced mental health problems is central to the 
success of events whose intention is to address stigma, then is 
this at a cost? It is imperative that a festival has a strong enough 
contribution from mental health service user groups to ensure 
that events refl ect peoples’ lived experiences, and that people are 
not being used as puppets of policy makers, social marketers and 
others. One way of assessing this is to consider to what extent 
events challenge dominant models and perspectives of mental 
health. One approach that has evolved in the festival to address this 
is a devolving of ownership of programming. Our challenge is not 

only to create an artistic programme but an artistic platform for a 
multitude of voices, perspectives and conversations – the balance 
is achieving and presenting coherence in this collective model. 
More generally, one can argue that the entertainment aspects of 
the arts cannot be minimized. Even if well-intentioned, are we 
entertaining people at the expense of the range of people that 
experience mental health problems?  Green et al (2003) argue 
that whilst campaigns that stress the prevalence of stigmatisation 
toward the people with mental illness may be eff ective in changing 
the attitudes of the general public, they may have a negative 
impact on service users.  

At an individual level, involvement by people who identify as 
having mental health issues remains sensitive. Ethical dilemmas 
in sharing personal narratives are considerable. An ethical 
imperative is to ensure that involvement is not coercive - there 
may be formal or subtle pressure to share your narrative. Also, 
we know very little about the long-term impact on the narrator. 
Support must be available when people share their experiences 
with hundreds or thousands of people in arts events or post 
performance panels, that they are aware of potential consequences 
- that they can deal with potential hostility. Th ere should be 
adequate support and safeguards before, during and aft er events 
to allow people to withdraw without feeling that they are letting 
others down. 

Th ere is a particular challenge around the issue of informed 
consent, for example what if people change their minds aft er it 
has entered the public domain? Film has particular issues. When 
experiences and narratives are captured on fi lm this can remain 
in the public domain forever (or at least it can be diffi  cult to take 
back). Th ere can be a tension between the documentary fi lm-
maker who wants raw, dramatic footage and the service user who 
does not want to be depicted as unwell, unstable or dangerous. 
With fi lm, documentary subject frequently becomes object, and 
the service user’s story if mistold is forever available for public 
viewing (Byrne, 2009). Th e process of sharing your personal 
narrative on an ongoing basis creates a potential paradox. 
Personal narratives have the potential to be empowering and 
transformative (Gergen & Gergen, 2003) but equally to reinforce 
negative identities. Whilst reducing stigma amongst the audience, 
you may be reinforcing your negative self-identity based upon 
your label as part of a stigmatised minority group. 

However, the contribution of people who use services drives the 
festival. As long as consent is informed and people feel supported 
and can opt out at any time, these risks have to be considered 
against the immense potential for positive impact, for both the 
person and the audience, captured well in quotes from an ongoing 
study on the festival:

• As a person suff ering from mental health problems, being a 
part of this has given me confi dence

• Members of our group have gained pride, confi dence and had 
a wonderful experience

• It has given me a wide insight into the eff ects and causes of 
mental illness

• It made me appreciate myself and others for who they are
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Yet, it is also useful to consider the multiple, temporal and fl uid 
nature of identities that all narrators have (e.g. loving parent, 
creative writer etc). Th is raises questions of whether it is most 
useful for narrators to be identifi ed and introduced as ‘service 
users’ as their primary identity. It raises the issue of whether we 
can work towards a diff erent approach to narratives and arts, 
where the narrative focus is upon mental health as part of the 
human condition, and where perhaps the audience also engages 
in dialogue about their own mental health identities.

We are aware that this paper is just the beginning of a dialogue 
in which only some of the ethical dimensions of the festival have 
been tentatively explored. We are aware that we have not touched 
upon a number of areas such as the ethical dimensions of charitable 
fundraising or profi t making from a festival, or the representations 
of mental health problems as positive states. However, what we 
highlight is the importance of incorporating diff erent voices into 
shaping the festival and the need to develop the dialogue to inform 
the ethical dimensions of planning, implementing and evaluating 
the festival.
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Mental  health and st igma—the case 

of  schizophrenia

Persons living with mental illness face a double challenge. 
Th ey must live with the symptoms of the disease(s) and 
the attendant eff ects this has on their ability to work, live 

independently, or achieve a satisfactory quality of life. Additionally, 
they must live with common negative stereotypes of their 
condition—oft en based on ignorance, misunderstanding, and 
misinformation (Schizophrenia Society of Canada, 2009) —in the 
form of public stigmas (Rüsch et al., 2005).  Th e National Institutes 
of Mental Health (1986) has even gone so far as to say that stigma 
is the most debilitating aspect of mental illness. 

On a widespread level, for persons with mental health conditions 
stigma has been linked to decreased self-esteem, loss of social and 
employment opportunities, distorted experiences in the workplace 
and criminal justice system, as well as disparities in access to 

health care and social services (Esterberg et al., 2008; Compton 
& Kotwicki, 2007). Indeed, stigma is like an oppressive web that 
feeds discrimination. One relatively recent study (Corrigan et al., 
2004b) even found a “signifi cant association between stigmatizing 
attitudes about mental illness and allocation of resources to mental 
health services” (reported in Ritterfeld & Jin, 2006:248). 

Schizophrenia is one of the most stigmatized mental health 
conditions (Th ornicroft  et al., 2009; Harrison et al., 1994:815; 
Griffi  ths et al., 2006; Mann & Himelein, 2004). Research 
investigating the relationship between socioeconomic factors and 
community integration of persons with schizophrenia reports 
that this population claims to face a number of impediments 
resulting in increased social marginalization that are not due 
to the disorder itself; these include social rejection, poverty, 
unemployment, and a lack of fi nancial resources and employment 
supports (Davidson & Stayner, 1997; Chernomas et al., 2000; 
Mallik et al., 1998; El-Mallakh, 2007:56). Th e forces of exclusion 
that work to disallow persons with this condition from being ”let 
in” to full participation in civic and social life call for redress that 
is both forceful and tactful, pragmatic and imaginative. As B.D. 
Kelly notes: “Th e lessons of history are not promising (Shorter, 
1997), but the constant search for ways to improve the lives of 
society’s disadvantaged is a fundamental characteristic of civilized 
society—and the process can usefully start by recognizing the 
adverse eff ects of society itself ” (Kelly, 2005:727). 

Lack of understanding is a common source of stigma for 
schizophrenia. A dearth of information or misinformation 
amongst the general public leaves little to guard against 
misrepresentations and stereotypes fostered in various media 
portrayals of schizophrenia (Ritterfeld & Jin, 2006). A 1999 study 
showed that 61% of a representative sample of Americans believe 
persons living with schizophrenia to be predisposed to violence 
(Link et al., 1999; cf. Schizophrenia Society of Canada, 2009).i  As 
to beliefs concerning the causes of the disorder, 91% of this sample 
attributed it to stress, 45% to the educational style of the family 
of origin, 33% to “bad character”, and 17% to divine retribution. 
In this regard, relevant content analyses of media portrayals 
have shown mental illness being attributed to immoral character 
or traumatic experiences in early childhood (Hyler, 1988). As 
Ritterfeld and Jen (2006) note, none of these attributions are true.ii

Society’s negative reactions as well as common prejudices about 
schizophrenia are accepted and then internalized by many persons 
living with schizophrenia, eroding their self-confi dence and thus 
adding a layer of self-stigma (Link et al., 2001). Th e literature 
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general public and narrative accounts of persons living with 
schizophrenia. The next section provides a critical review 
of The Soloist, a recent feature fi lm that tells the true story 
(based on a book of the same title (Lopez, 2008)) of how 
journalist Steve Lopez befriended and wrote a series of 
columns in the Los Angeles Times about Nathaniel Ayers, a 
talented musician living with schizophrenia on the streets 
of Skid Row. The last section explains some of the prevalent 
socio-economic disadvantages faced by persons living 
with schizophrenia and concludes with the hope that this 
movie will be taken up critically to build a greater sense 
of social responsibility for those in our society living with 
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has shown a resultant tendency, amongst those aff ected, to social 
isolation and concealment of their illness, perhaps as defence 
measures against rejection in the social sphere (González-Torres 
et al., 2007:20). In turn, social distancing from others—oft en 
grounded in a combination of misunderstanding and fear—feeds 
the cycle of isolation (Lauber et al., 2004). As González-Torres et 
al. observe: “[t]he ensuing reactions of isolation and concealment 
and the loss of self-esteem may contribute to reduce these patients’ 
opportunities in all areas of life” (2007:20; see Corrigan et al., 
2004a). Sometimes these lost opportunities also include a chance 
for recovery as part of treatment. Aft er all, “people [for the most 
part] will not receive care if they do not seek it” (Schizophrenia 
Society of Canada, 2009:13).iii

Fighting st igma through f i lm as  a 

means of  para-personal  contac t

In general, studies have shown that familiarity with mental illness 
signifi cantly infl uences others’ attitudes towards people with 
mental illness. Th e more experience and the more knowledge 
people have of mental illness, the less likely they are to: i) be 
infl uenced by forces that stigmatize mental health conditions 
(Link & Cullen, 1983), and ii) desire social distance from persons 
with said conditions (Angermeyer et al., 2004; Corrigan et al., 
2001; Esterberg et al., 2008:91).  Recent work by Corrigan and 
others indicates that protest, education, and contact are prevalent 
methods of combating the stigma of schizophrenia (Corrigan et 
al., 2004a) with contact being the most eff ective (Schulze et al., 
2003; cf. Reinke et al., 2004; cf. Holmes et al., 1999). 

Direct, personal contact between members of the general public 
and persons living with schizophrenia is not readily feasible 
as a common stigma-fi ghting strategy (Gaertner et al., 1996), 
especially given the lines of distrust and fear that foster social 
distance and isolationism (as mentioned above). However, fi lms 
have the capacity to put viewers in contact with “a surrogate reality 
without having to take part in it” (Horsley, 2009:2). Indeed, contact 
through narrative media can provide the opportunity for para-
personaliv experiences, and like actual contact, be instrumental 
for reducing misinformed prejudice and stereotypes of mental 
illnesses, including schizophrenia (Ritterfeld & Jin, 2006:249).  

The S oloist 

A story about building contact and a relationship with one person 
living with schizophrenia

Enlisting the interest of the broader community to build 
understanding, compassion and empathetic response—in other 
words, addressing the issue of moral motivation that might 
overcome stigmas—is always a challenge. According to Mary 
Alberti, Executive Director of the Schizophrenia Society of Ontario, 
“Th e Soloist demonstrates how empathy and understanding 
can impact the lives of those with schizophrenia and how this 
relationship can change the way we understand, relate to and 
support individuals living with this illness”(Anonymous, 2009b). 
Based on a true story, the fi lm explores the growth of a relationship 
between Los Angeles Times reporter Steve Lopez and Nathaniel 

Anthony Ayers, a one-time Juilliard student who, owing (at least 
in part) to the eff ects of having schizophrenia, ends up a homeless 
street musician. Lopez writes regular human-interest columns that 
weave together the arc of Ayers’ biography, introducing his readers 
to some of the realities of living with schizophrenia and living 
on Skid Row, the largest homeless district in the United States.v

What begins as a column turns into an attempted rescue mission 
(Johnson, 2009). Portrayed as a pretty “decent” albeit somewhat 
selfi sh person, Lopez defi nitely knows his own interest is motivated 
by the potential of Ayers’ story. Even so, he also wants what he 
thinks is good for Ayers: to come in off  the streets, live in an 
apartment, connect with the professional classical music scene in 
L.A., and accept medical treatment (Ogle, 2009). But as Levitin 
notes, “Ayers’s own suspicions (some of them well-justifi ed) and 
fi erce independence thwart attempts to ‘mainstream’ him” (Levitin, 
2008). Ayers refuses to accept psychiatric treatment and remains 
schizophrenic as well as homeless since he is loathe to live in the 
confi nes of LAMP, a Los Angeles mental health housing agency 
and shelter that provides him with a space to practice on a donated 
cello (Khankhoje, 2009). Th rough a masterful performance 
by Jamie Foxx, sometimes with nothing more than a glancing 
frown, we see in the character of Nathaniel Ayers a person with 
schizophrenia who in spite of his various challenges has a strong 
sense of self-possession and is deeply resistant to having his life 
usurped (Zacharek, 2009). Lopez plays a mentor fi gure, but he is 
reticent to accept Ayers’ regard for him as something of a saviour. 
Lopez knows that this sort of dependence is risky: pursuing a 
closer relationship with Ayers could compromise his professional 
objectivity as a journalist (Rainer, 2009). What is more, Lopez is 
confl icted: though he feels compelled to invest more and more in 
Ayers as a friend, he also holds to the view that what Ayers “really 
needs” is medication and psychiatric treatment. Lopez is also just 
plain afraid of assuming more responsibility than he is prepared 
to take on. A large part of the drama of the fi lm is generated by 
this tension within Lopez as he struggles with Ayers and his role 
in Ayers’ life (Vineberg, 2009).

“Actually, ‘Th e Soloist’ is a triumphant movie about failure”, 
writes Zacharek. “But the redemption that director Joe Wright 
and his actors go for … is the thorny kind, the sort that means 
acknowledging limitations instead of blithely believing you can 
break through them” (Zacharek, 2009).  Accordingly, one of the 
messages of the fi lm—and especially the book (Lopez, 2008)—is 
that working with persons with schizophrenia is involving and 
requires the emotional investment and commitment needed to 
build trust. Presciently, at the outset of the book, Lopez writes: “I 
know if this one [i.e. “story”] ever pans out, it’s going to take time” 
(Lopez, 2008:5). Th is statement could be read as indicative not 
only of the process of “pulling out” and writing up Ayers’ story—it 
also reads as a statement about what will be required of Lopez to 
achieve a relationship with Ayers. Again, the Lopez of the movie 
feels much of the force of the Lopez of the book who writes of his 
relationship with Ayers as follows: 

I feel jerked around, I feel sympathetic, I feel abused. It’s 
almost harder to see Ayers on the good days than the bad, 
because you let yourself be deceived into thinking he’s 
going to stay that way. And then the switch goes off  and he’s 
fi ghting himself and blaming it on everyone around him. 
I see now how someone really sick can burn through your 
patience, if not your sense of compassion. (Lopez, 2008:110)
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Th e movie, though realistic, is not cynical about the possibilities 
of reaching through the divide between the world of Ayers and 
the world of Lopez. Indeed, the masterful acting of both Robert 
Downey Jr. and Jamie Foxx make those scenes of shared joy 
through music (as the point of contact for these two) as equally 
believable as the scenes that detail the personal struggles and pain 
of these two characters. Relating to someone with schizophrenia 
in this case is seen as involving, sometimes exasperating, but 
genuinely rewarding too. 

Questions of  treatment

Th e fi lm is also to be applauded for problematizing the acute-
care model approach to mental healthcare—a model of mental 
healthcare that emphasizes intervention at the point of crisis 
with the goal of returning the patient to “normal” functioning 
(Sharfstein, 2005). Th is model has been shown to undervalue the 
importance of psychotherapy and sustaining relationships for 
meeting the health needs of persons with schizophrenia (Beal, 
1999; Sharfstein, 2005). Th rough the perspective of Lopez, the 
movie provokes us to consider: i) why we might feel the need to 
see medication as a shortcut answer to treatment for persons living 
with schizophrenia; and ii) why we might feel the need to compel 
persons to accept medical treatment supposedly “for their own 
good”. Lopez learns over the course of the fi lm that even just to 
start recovery—to get Ayers “in the door” to treatment services—
requires time, a trusting relationship with the patient/consumer, 
and a will on the consumer’s part to accept treatment. Otherwise 
the road to recovery is impossible. 

In the end, Ayers’ mental state and how to treat it is not resolved 
(Anonymous, 2009a). As such, Lopez is challenged to let go of his 
desire to have Ayers go on medication and be cured (Shaff er, 2009). 
Instead, he learns that “[t]he fi rst order of business is to establish 
the makings of a relationship that extends beyond the illness” 
(Lopez, 2008:55). As such, Th e Soloist shows some personal gains 
for Ayers that are life-oriented rather than medically-calibrated. 
Th ese gains are mostly tied to his developing friendship with Lopez. 
Relating to Lopez aff ords Ayers opportunities to reconnect with 
his passion for classical music in ways that had not been possible 
for him since the onset of the illness that forced him to abandon 
his professional training at Juilliard. As André Picard aptly points 
out, the movie shows that “recovery from schizophrenia involves 
much more than recovery from the illness itself. For many of 
those who have experienced this serious illness, it also means 
‘recovery’ from discrimination, missed opportunities and lost 
dreams” (Picard, 2009).  

S ome crit ic isms of  the narrative

Th e Soloist is not without its limitations and faults. For instance, 
it enlists a problematic though common trope linking genius to 
madness. In this regard, Rainer points to the fact that the movie 
would appear to “want it both ways”: there is a realism in portraying 
Ayers as delusional, but it would also seem that the “source” of 
this delusional quality is also what “fuses him with a higher level 
of feeling than the mundane sanity of scribblers like Lopez” 

(Rainer, 2009). Resembling the movie Shine, Ayers is touted as a 
prodigy, waylaid by schizophrenia, but able to achieve heightened 
musical appreciation through his special, almost heavenly gift , 
making it seem as if mental illness is both the cruel price and yet 
also the “key” to artistic insight and understanding. Th is risks 
romanticizing mental illness. As Rainer explains: “Ayers is served 
up to us as a man whose musical passion is inseparable from his 
schizophrenia. Th is is why the fi lm is so curiously downbeat about 
treatments that might have helped Ayers. He may be in pain, the 
fi lm appears to be saying, but at least he owns his pain” (Rainer, 
2009). Very obviously this is a problematic message if it validates a 
reticence to seek treatment on these grounds, abetting false beliefs 
that treatment is likely to compromise one’s chances for greater 
artistic insight and emotional capacity (Marano, 2008). 

Th e Soloist also utilizes a problematic Hollywood narrative 
structure (e.g. Rain Man) in which a person with a mental disability 
is the redemption of an “outwardly successful but incomplete hero” 
(Gritten, 2009). Most obviously, it is condescending to trade the 
common stereotype of persons with mental health conditions as 
burdens on society for this view of them as a gift  that alerts us to 
values unseen or unappreciated in the former perspective. Doing 
so, in eff ect, qualifi es the worth of persons with mental health 
conditions according to their use to us as a means of redemption 
for our lives; it falls short of due regard for them as equals deserving 
of respect like any other persons. In taking up Nathaniel Ayers as 
a subject for the fi lm (and book), Lopez admits there’s something 
interesting about a “Juilliard alum’” who ended up not only playing 
but living on the streets. Th is should give us pause to analyze the 
character of our curiosity in, and amazement at, Ayers’ story.  

Morgenstern asks why Ayers needs to be touted as a musical genius 
“right up there with Rostropovich” rather than a merely notable 
talentvi (Morgenstern, 2009). Why is it that there seems to be 
so much more public interest in a movie like A Beautiful Mind 
than for other movies about schizophrenia like Canvas, Clean, 
Shaven and Keane? Th e latter fi lms feature protagonists who are 
schizophrenic but who are not set up as extraordinary achievers. 
Comparatively, in Th e Soloist or A Beautiful Mind we are given 
examples of protagonists who, though living with schizophrenia, 
succeed at pursuits (classical music and math, respectively) that 
are already valued very highly in our culture. In viewing their 
victories either because of or in spite of—I would rather say—
their mental health conditions, we (as the general audience) are 
really only fi nding a point of contact in their lives which safely 
maps onto points of similarity to our own “esteemed”—or at least 
aspirational—values.vii Finding similarities to provide points of 
contact between members of diff erent groups in and of itself is not 
wrong, and in fact is a common mechanism for building empathy. 
But oft en this move in popular fi lm involves the concomitant 
tendency to look past important diff erences of marginalized 
persons like those with mental health conditions (or disabilities). 
For these persons to be seen, to be heard, and to be generally 
acknowledged, requires of those who make up the status quo to 
extend themselves a lot more than an empathetic response based 
on what amounts substantively to just a reaffi  rmation of our own 
neurotypical, conventionally-abled selves. Para-personal contact 
with persons with mental health conditions may be genuinely 
possible through fi lm, but what is being described here is a process 
that fails to provide genuine contact, and might even fuel the 
illusion of it. By repeatedly showing persons with mental health 
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conditions (or disabilities) as aspiring to paths that closely align 
with conventional values in our culture, audiences can take away 
from their theatre experience a self-satisfi ed or unchallenged sense 
that being or becoming tolerant of persons with mental illness (or 
disabilities) in our society really doesn’t require much substantial 
change on our part (i.e., as members of the general audience).

In Th e Soloist we mostly experience Ayers’ story through the 
perspective of Lopez as narrator (Murray, 2009). Lopez is a novice 
with persons with mental health issues. Th e result is that we get 
an outside perspective on Ayers and a lot of attention to the inside 
of Lopez’s life who, not surprisingly, occupies centre stage — as 
the white, neurotypical, middle-to-upper class male — most of 
the time.viii  As Matt Pais asks, “Why is ‘Th e Soloist’ so centered 
on Steve’s ambivalence about being the only person looking aft er 
Nathaniel, rather than about Nathaniel’s alienation and the social 
function of Steve’s stories?” (Pais, 2009).

Impor tant  attention to contex t  and 

sett ing

Fortunately, director Joe Wright’s agenda for the fi lm is broader 
than the dramatic narrative of the Lopez-Ayers friendship (Gritten, 
2009). Wright presents the movie in a way that makes plain that 
Ayers’ story as a homeless person with a mental health condition 
is the story of just one individual in a context where there are 
many other individuals who share his plight (Johnson, 2009; 
Dargis, 2009). Th ough the narrator, Lopez, gives us an outsider’s 
perspective, the fi lm itself was shot on location in Skid Row and 
Wright employed several hundred extras from the local population 
that appear pretty much unadorned in the movie. Time and again 
the fi lm cuts away from Lopez’s interior musings to drift  amid the 
anonymous and largely invisible individuals who live without any 
home other than the bleak streets of Skid Row. With refreshing 
deference, Wright halts the dramatic friendship storyline to make 
space for speaking parts from clients of LAMP—a Los Angeles 
mental health housing agency and shelter—to tell their stories 
themselvesix (Denby, 2009; Gritten, 2009). As Johnson notes: “Th ey 
can be fascinating and fantastically engaging people, and the fi lm 
accepts them ‘as-is’ without any obvious eff ort to exploit them or 
turn their eccentricities into feel-good quirkiness” (Johnson, 2009). 

What is more, the fi lm is a study in the practice of listening.x As 
Atkinson notes, “sometimes the soundtrack just falls away as Jamie 
Foxx’s Ayers tries to hear only the music, and even Robert Downey 
Jr.’s Lopez has instances, as when he locks himself in his car at night, 
away from the din of the crack-cranked homeless outside, where 
silence is revelatory” (Atkinson, 2009). Downey Jr. as Lopez is a fast 
talker, but his experience with Ayers is an education in listening 
to much more than just the music of this talented musician and 
seeing much more than just a “good story” in this homeless person. 
“Th e real strength of Th e Soloist”, as Johnson explains, “is not its 
soft  heartedness but its hard eye, and the willingness to look and 
not look away from the unfortunate, however uncomfortable, 
unpleasant, and uneasy looking might make us feel” (Johnson, 
2009). 

S ome common disadvantaging 

conditions of  l iving with 

schizophrenia

Part of the “hard eye” of this movie is its ambition to press 
its viewers to look at some of the social and environmental 
determinants of mental health. In this regard, Ayers’ plight does 
track certain representative elements of persons living with 
schizophrenia, even though it must be stressed that homelessness 
is not an invariable accompaniment of schizophreniaxi (Kelly, 
2005; Hankonen et al., 1999; Anonymous, 2009b) Despite 
evidence of signifi cant biological underpinnings to schizophrenia, 
there is also growing evidence that socio-economic factors “play a 
large role in shaping the presentation, management and outcome 
of the illness” (Kelly, 2005:726). El-Mallakh notes that persons 
with schizophrenia are at risk for health disparities linked to 
economic factors  (El-Mallakh, 2007:50). According to Eaton 
and Muntaner (1999), being diagnosed with schizophrenia is 
“strongly associated” with low socioeconomic status given the 
challenges it poses for both obtaining employment and advanced 
levels of education and training that are important for securing 
employment. Corrigan and colleagues also found that stigma 
of serious mental illnesses, including schizophrenia, “interferes 
with the ability to fi nd employment” (Corrigan et al., 2006). 
Horsfall has linked the experience of marginalization, diminished 
standard of living, and social exclusion to lack of education 
and/or employment (Horsfall, 2003). Material deprivation and 
diminished fi nancial resources oft en lead to homelessness or 
residence in deteriorating, polluted, high-crime neighbourhoods 
(Horsfall, 2003) that make for additional risks for poor health 
(Hofrichter, 2003; El-Mallakh, 2007:50). As Kelly notes, the 
adverse eff ects of these socio-economic determinants, along with 
enduring stigma about mental illness (Byrne, 1999), constitute a 
form of structural violence that acts to impair access to psychiatric 
care and social services and to amplify the eff ects of schizophrenia 
in the lives of suff erers. As a result of these over-arching social 
and economic circumstances, individuals with schizophrenia 
are systematically excluded from full participation in civic and 
social life, and are constrained to live lives that are shaped, in 
large part, by stigma, isolation, homelessness and the denial of 
basic human rights. (Kelly, 2005:726)

B eing more social ly  responsible 

towards persons l iving with 

schizophrenia

In trying to bring in Ayers off  the streets with the hopes that 
doing so will give Nathaniel a chance to better pursue his 
interests in music, secure a home, and eventually get treatment 
for his schizophrenia, Lopez encounters a common truth about 
homelessness and schizophrenia: namely, “there are no quick 
fi xes or simple solutions. Good intentions are not good enough” 
(Johnson, 2009). Presumably, the forces of exclusion that work 
to disallow persons with schizophrenia from being “let in” and 
then accepting full participation in civic and social life call 
forth redress that will require widespread social change. Part of 
exercising the public’s imagination and creating a stronger sense 
of social responsibility means building structures for hope that 
are still realistic. Th e all-too-common extreme public pressure 
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to succeed at overcoming mental illness—oft en fuelled by forces 
of stigma and discrimination—can itself be very defeating for 
those with mental illnesses, especially those with serious mental 
illnesses like schizophrenia (Davidson et al., 2001). Th e Soloist, 
despite its imperfections and weaknesses, is to be respected for its 
imaginative attempt to re-direct public focus and concern for: i) 
the person over and above his or her condition of schizophrenia; 
and ii) the context of challenges that can make living with this 
illness all the more diffi  cult. It is also a movie that when taken up 
critically can perhaps work to lessen some of the pernicious public 
pressures owing to stigmas of schizophrenia. Finally, by grinding a 
bit of a political axe concerning the realities of homelessness, Th e 
Soloist may again, when taken up critically, also serve to put public 
pressure for change on fronts that call forth not just personal but 
also collective response.
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Endnotes

i Lack of understanding and negative attitudes towards persons 
with schizophrenia are also a Canadian problem. A 2008 Leger 
Marketing Survey of adult Canadians showed that 32% of those 
polled thought that people with schizophrenia tend to be violent, 
16% said they were not comfortable talking about schizophrenia, 
and 32% felt uncomfortable being in the presence of someone 
with schizophrenia (Schizophrenia Society of Canada, 2009).

ii According to PsychiatricDisorders.com: “Th e causes of 
schizophrenia are unknown: while several possible causes exist, 
no single cause explains all cases of schizophrenia. Genetics, 
birth defects, environmental triggers, and imbalances of the 
neurotransmitter dopamine are all considered possible causes 
of schizophrenia” (Anonymous, 2009c). 

iii “Recent American studies report that approximately half 
of all individuals with severe mental illnesses have received 
no treatment for their illnesses in the previous 12 months” 
(Anonymous, 2009d). See also Vonkorff  et al., 1985.

iv According to Merriam-Webster Dictionary (online), the prefi x 
“para” can mean “1. beside: alongside of; 2 a. Closely related to; b. 
Involving substitution” (Anonymous, 2009e). Th e Oxford English 
Dictionary (online), defi nes the prefi x “para” as that which is 
“analogous or parallel to, but separate from or going beyond, 
what is denoted by the root word”, in this case, the “personal” 
(Anonymous, 2009f).

v “Close to 74,000 people are homeless in Los Angeles–more than 
in New York, Chicago, and San Francisco combined. Los Angeles’ 
Skid Row, a 52-block area east of the downtown business district, 
has the highest concentration of homelessness in the United 
States. More than half of the homeless men and women in this 
area are chronically homeless, meaning they struggle with a 
mental or physical disability and have been living on the street 
for years” (Lamp Community, 2009).

vi Another worry is that Th e Soloist simply rehearses a convention 
in popular fi lm by which persons with mental health conditions 
(or disabilities) become noteworthy either because of their fall 
from “greatness” (gauged according to conventional standards) 

or because of their achievement of “greatness” (gauged by 
conventional standards). Either way, the stories are unlikely to 
be representative of what most persons living with the condition 
in question are like or are able to reasonably aspire to. Th e sense 
of appreciation for persons with mental health conditions (or 
disabilities) engendered by this common approach in popular 
fi lm risks being built on empathy for the “greatness” (gauged by 
conventional standards) from which these characters may have 
fallen, or the “greatness” (gauged by conventional standards) these 
characters manage to achieve notwithstanding their condition. 
What is lacking here is an attempt to take on the challenge of 
trying to build an empathy that transcends to those who might 
not care to pursue “greatness” gauged by conventional standards, 
or for whom the pursuit of such would be impracticable or 
senseless to attempt.

 vii Explaining audience appeal of movies about extraordinary 
persons with mental health conditions (or disabilities) is 
obviously multi-factorial and subject to various interpretations. 
Another (more sanguine) view would have it that we admire what 
is extraordinary about these individuals and in doing so this gives 
us a way to look past the illness and stereotype – the collective 
“other”, so to speak – and to see an exceptional individual 
there. In a culture that—oft entimes, only ostensively—prizes 
individualism, this could count as a way to acknowledge the 
person instead of just seeing the disease or disability. I thank L. 
Syd Johnson for bringing this point to my attention.

 viii Dana Stevens holds that when Ayers’ worship turns into 
resentment, “questions about racial and class guilt are raised, 
then left  unexplored” (Stevens, 2009). For a critique of the fi lm’s 
handling of issues of race and class see “Th e Soloist Movie 
Review” by Prairie Miller (2009).

 ix Moe Armstrong, an advocate living with schizophrenia and 
director of consumer and family aff airs for the Vinfen Corporation 
(an organization that provides consumer services through the 
Massachusetts Department of Mental Health) said in an interview 
that “mental health is an expert-driven fi eld, and that experts are 
the ones who talk about the mentally ill. Ultimately, individuals 
with mental illnesses must speak out and have a greater impact 
on the way they are depicted to the public. He added that at times 
he resents eff orts to use celebrity spokespeople as examples of 
mental health success stories. ‘Everyone’s pain is real,’ he said” 
(Grinfi eld, 1998:2).

 x See Radio La Colifata FM 100.1 (online) which broadcasts 
commentary by consumers from within Jose Borda 
Neuropsychiatric Hospital in Buenos Aires. It began over fi ft een 
years ago “to help patients communicate with their peers, to carry 
their voices beyond the hospital walls and to break down public 
misconceptions and prejudices ...” (Cormier, 2007).

 xi Approximately 6% of persons with schizophrenia in the US are 
homeless or live in shelters and another 6% live in jails or prisons 
(Torrey, 2006). A Canadian study found a 6% lifetime prevalence 
of schizophrenia among Toronto’s homeless population (Mental 
Health Policy Research Group, 1998).
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The fourth sentence in this book is: “My concern is with the 
selves who endure and resist oppression and, in particular, 
with the way in which the devastating conditions confronted 

by these selves both limit and burden their moral goodness” (3).  
Th e second last sentence in the book is:  “Th e choice to go on 
living, to insist upon life --with its suff erings and its joys -- is an 
existential choice of great signifi cance under oppression, and this 
choice captures something crucial about eudaimonism” (168).  
Th e intervening 165 pages off er a tenacious examination of the 
relevance of Aristotelian virtue ethics theory today for people 
facing dilemmas impacted signifi cantly by troubling social norms 
and systems.

Th e book was initially appealing for three reasons.  First, analyses 
of mental health and addictions-related problems oft en turn to 
legal rights, protected freedoms, and utilitarian calculus to help 
determine ethically defensible responses.  Virtue theory is used 
infrequently.  Second, although Aristotle’s virtue theory focused 
on the symbiosis between individual character, communal 
prosperity and eudaimonia (i.e., fl ourishing as a human being), 
eudaimonia was envisioned for only some (e.g., not for those who 
were enslaved).  Th ird, societal discrimination and stigmatization 
of people living with a mental health or addiction concern and 
their families continue today.  I hoped Tessman’s work could 
render Aristotle’s theory more inclusive and could explain 
whether someone who worries about his character and acting 
with integrity—and who is neither an “un-seeing” idealist nor 
a “all-is-lost” cynic—either can live with seemingly intractable 
oppressive practices or can resist time aft er time aft er time.

Moral harm of the self unifi es the fi rst three chapters.  Chapter 
one, “Regretting the Self One is,” works with four types of luck, 
individual control, agency, and responsibility to help refi ne 
diff erences between producing good outcomes, acting virtuously, 
and being virtuous and help challenge today’s popular embrace 
of unlimited personal transformation.  Admittedly the chapter 
is diffi  cult and inclusion of some practical examples would 
have helped.  Nonetheless the nuanced distinctions are pivotal 
for increased accuracy in understanding and judging people’s 
character.

But what if a person has been morally wounded?  In Chapter two, 
“Th e Damage of Moral Damage,” Tessman shares her ongoing 
worries about the stereotypic political debates in the U.S.A. 
wherein conservatives tend to blame oppressed people for their 
vicious actions (e.g., violence, substance use, criminal activities) 
while liberals tend to excuse them.  Eschewing such simplifi cation 
and polarization, the author explains the diff erences between 
holding an oppressed person responsible for her character fl aws 
versus blaming her for them.  Understanding these diff erences 
can help avoid added oppression of someone who is oppressed 
already as well as avoid expecting too little of her.

Although chapter two opens with a seemingly surprising statement 
that people in dominant positions are more morally damaged than 
those in subordinate positions, arguments supporting this claim 
make up the third chapter.  Tessman wonders whether Aristotle’s 
claim that a good life relies on living virtuously is outdated in 
Western society today.  Th is chapter’s content and questions were 
gripping, in part because of my own privileged circumstances plus 
my work in healthcare ethics.  Th e author laments the persistent 
indiff erence of the privileged (who I take to be those belonging 
to the upper and middle classes) to the unrelenting hardships and 
disadvantages of others.  Her recommended corrective begins with 
developing the virtue of sensitivity to the plight of others.

Th e next three chapters shift  to the idea that virtues themselves can 
be burdened.  In other words, being virtuous has personal costs 
and this challenges Aristotle’s claim that virtues are an important 
contributor to fl ourishing.  As chapter three ends by advocating 
sensitivity, chapter four explores how a sensitive person copes 
with the fact of unremitting and extensive suff ering in the world.  
Reminiscent of MC Escher’s art that interweaves possibility with 
impossibility, Tessman insightfully and candidly discusses ways 
a person can avoid cynicism or martyrdom and remain involved.

Chapters fi ve and six tackle the costs of liberatory struggles wherein 
a person of character fi ghts systemic or structural oppression.  
In specifi c, the traits of anger and courage are scrutinized by 
comparing how they are oft en extolled for resistance eff orts with 
how a resister’s character or quality of life can be harmed.  Just 
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as she wonders when is anger and courage a vice versus a virtue, 
Tessman also wonders when is loyalty to one’s “group,” be it of 
resisters or oppressed people, a vice versus a virtue.  Both chapters 
probe well beyond generalized or romanticized views about 
battling injustice to show why having virtues and being virtuous 
are very complex and why one can feel ambivalent about the fact 
of having a character.

Th e concluding chapter off ers ways to help identify virtues in four 
diff erent situations.  Th is was a pleasant change from the previous 
chapters’ density although including a few examples to more clearly 
illuminate and contrast the situations would have been appreciated.  
Given that I tend to be practically minded, reading this chapter 
fi rst may have made the others easier to follow.

In summary, I plan to re-read this book for three reasons.  First, 
it brings Aristotle’s virtue theory into contemporary times 
to understand people’s characters -- their virtues and vices 
-- as well as how to appropriately evaluate them and how to 
appropriately evaluate the systems of which they are part.  So too, 
for understanding and evaluating one’s own character.  Second, 
Tessman also engages pertinent liberal and feminist viewpoints to 
help ensure that virtue ethics theory is sound enough to withstand 
important political critiques.  Th ird, Tessman’s work content is 
not just agent-centred.  It purposively focuses on agents who 
must live in or work within unjust situations.  Since healthcare 
dilemmas are oft en about injustice, discrimination, power, or 
marginalization as well as about those directly involved, this book 
will be useful to those working in healthcare, be they clinicians, 
ethics specialists, or community advocates.  In the Nichomachean 
Ethics, Aristotle extols phronesis or practical wisdom.  Th e insights, 
candor, refl ections, and hope that make up Burdened Virtues 
should help its readers meet Aristotle’s ethical standards for good 
character and right action.
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