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Abstract
There is ongoing ethical and legal debate about withdrawing life support for patients with disorders of consciousness (DOCs). Frequently fueling the debate are implicit assumptions about the value of life in a
state of impaired consciousness, and persistent uncertainty about the
quality of life (QoL) of these persons. Yet there are no validated methods
for assessing QoL in this population, and a significant obstacle to doing
so is their inability to communicate. Recent neuroscientific discoveries
might circumvent that problem and help shed light on QoL in DOCs.
There is an ethical imperative to prioritize QoL research in this patient
population, to provide evidence to inform treatment, research, and end
of life decisions. A minimalist and pragmatic model of QoL is proposed,
targeting positive and negative affects as domains for which there is potential to reach across the communication gap, and restore to these
voiceless persons some measure of control.
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“... the question is not, Can they reason?
nor, Can they talk? but, Can they suffer?” [1]
The matter of withdrawing life support for persons
with disorders of consciousness (DOCs) has given rise
to much legal and ethical controversy, but it is also a
source of anguished debate for families faced with
making life or death decisions on behalf of loved ones.
Frequently fueling debate are implicit assumptions
about the value of life in a state of impaired consciousness, and a large source of discomfort about what to do
for the DOC patient is persistent uncertainty about the
quality of life (QoL) of these patients. A significant obstacle to assessing QoL in DOC patients is their inability
to verbally communicate. Recent neuroscientific advances hold out the hope of reaching across that communication gap for some patients. As research on
DOCs proceeds, there is an ethical imperative to prioritize research on QoL, which should consider both how
and what to measure in persons with DOCs. The reasons are threefold:
1. Those who contemplate end of life decisions for individual patients have an urgent need for answers
about QoL, but information is also important for therapeutic decisions, e.g. the need for pain relief or environmental enhancement.

2. DOC patients are a highly vulnerable patient group,
unable to consent to research participation or treatment. Decisional proxies should have information
about the potential burdens and benefits for patients of
treatment options and research participation, and QoL
is a critical piece of that information.
3. Without the ability to assess QoL, the ability to measure the success or failure (in terms of patient wellbeing) of therapeutic measures is also lacking. QoL is
itself an important part of outcome measurement, and
should be viewed as an end point in treatment decisions.
Additionally, it is possible that QoL research in DOC
patients will benefit other groups of patients who are
unable to communicate, but for whom QoL concerns
are equally pressing: infants, the elderly demented,
and persons with severe cognitive or intellectual disabilities. Before considering the case for prioritizing
QoL research, I’ll discuss why QoL assessment is particularly problematic in DOC patients, and propose a
minimalist and pragmatic model of QoL appropriate to
this population.

Disorders of Consciousness
DOCs include coma, vegetative state/unresponsive
wakefulness syndrome (VS/UWS)1, and the minimally
conscious state (MCS). Locked-in Syndrome (LIS) is not
a DOC, as persons in the LIS do not have impaired consciousness, but the condition can behaviorally mimic
VS/UWS and coma in that the LIS patient is unresponsive as a result of paralysis.
LIS points to a problematic feature of DOCs. There are
at least two conceptions of the VS/UWS at work in clinical diagnosis: a behavioral conception, confirmed by
bedside examination (i.e. the patient is in a state of
eyes-open behavioral unresponsiveness), and a defini1

Unresponsive Wakefulness Syndrome is a new designation for the
vegetative state recently proposed by the European Task Force on
Disorders of Consciousness. UWS avoids the negative connotation
and stigma attached to the term “vegetative”, and is a more accurate description of the syndromic nature of VS, i.e. it acknowledges
that these patients are human beings (and not mere “vegetables”),
it includes wakefulness and unresponsiveness to stimuli, and does
not make a claim about awareness. This distinguishes UWS, which
acknowledges that some patients may be conscious but behaviorally unresponsive, from VS, which defines the unresponsive patient
as unconscious [2].
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tional one, based on inference, in which the unresponsive patient is by definition unconscious, i.e. unaware
of self or environment.2 Whether or not patients are
considered conscious, then, is based not on our actual
ability to directly access their minds, but on their ability to exhibit behaviors from which we can infer something about their mental life. This inference is suspect,
as the example of LIS patients shows, and is driven by
the problem of other minds: subjective consciousness
is not directly observable. Clinically distinguishing
between the VS/UWS, the MCS, and the LIS depends on
a behavioral examination that relies on subjective interpretation of inconsistent behaviors that can be limited by motoric dysfunction [4]. Moreover, a subset of
patients, who may have complicating, undetected language or movement deficits such as aphasia, agnosia
or apraxia, is behaviorally unresponsive despite being
conscious. Diagnosing DOCs is thus challenging, and
there is an unacceptably high rate of misdiagnosis,
with the incidence of conscious patients misdiagnosed
as unconscious estimated to be as great as 43% [5,6,7].
Misdiagnosis can persist for years: the diagnosis of LIS
takes on average 2.5 months, but in some cases takes
up to 6 years [8] during which time the LIS patient is
presumed to be comatose; in the striking case of Terry
Wallis, his progression from VS to MCS remained undetected for nearly two decades [9].
DOCs essentially did not exist until the advent of intensive care measures that kept comatose patients alive,
particularly the development of artificial respirators,
which gained widespread use in the 1960s. In 1972,
Jennett & Plum coined the term “persistent vegetative
state” (PVS) to describe patients who awaken from
coma into a state of chronic unresponsiveness [10]. In
parts of Europe, the vegetative state was referred to as
apallic syndrome or coma vigil. It was also in the 1970s
that the PVS became (and has remained) the focal point
of the “right to die” movement and intense ethical debate about the value of life in a state of permanent unconsciousness (e.g. the 1976 Karen Ann Quinlan case
[11]). In 2002, the MCS was defined to describe those
patients who emerged from the VS into a condition of
partial awareness [12]. More recently, the MCS was bifurcated into MCS- and MCS+, to distinguish patients
who, respectively, exhibit low-level behavioral responses (e.g. visual pursuit, localization of noxious
stimuli, or appropriate responses to emotional stimuli)
and those who exhibit high-level responses (e.g. command following, intelligible verbalizations or non-functional communication) [13]. Several notable developments in DOCs involve the discovery that some patients
2

Shewmon argues that there is another distinct definitional domain
of the VS as well, the anatomical definition: “the abolition of cortical structure or function in the context of an intact and functioning
brainstem” [3]. There is, Shewmon argues, a suspect inference
from behavioral VS/UWS to anatomical VS/UWS [3]. Such an inference is at odds with recent neurological findings of patients in the
VS/UWS who exhibit intact but disconnected islands of cortical
functioning.

who appear on standard behavioral assessment to be
unconscious are “covertly aware”, able to respond to
questions and commands through willful modulation of
brain activity detectable only through paraclinical
neuroimaging [14,15]. A proposed diagnosis for such
patients is functional locked-in syndrome (fLIS), to designate persons with extreme motor dysfunction and
identifiable higher cognitive functions only measurable
by functional neuroimaging [13]. Monti et al argue that
functional neuroimaging can reveal “brain behaviors”
that are otherwise covert and inaccessible, and that
such brain activity is an objective and reliable indicator
of consciousness [16]. As with bedside examination,
however, it remains the case that lack of detectable
“brain behavior” is not dispositive of a lack of awareness, as it has been shown that some healthy controls
are not able to reliably generate detectable results on
functional neuroimaging. New neuroimaging paradigms have led to renewed interest in DOCs, and give
hope that reliable, validated tools for more accurate
diagnosis and prognosis will soon emerge.

Quality of Life and Disorders of
Consciousness
The QoL of patients in apparently permanent DOCs,
whether the VS/UWS, MCS, or fLIS, is of significant ethical concern because a poor prognosis may prompt
contemplation of discontinuing medical treatment and/
or life sustaining measures. In the legal and bioethical
context, when treatment withdrawal is considered,
QoL is sometimes covertly considered under the guise
of the “best interests” of DOC patients. QoL is a broad
and complex concept about which there is no consensus concerning its definition or the factors that influence it. Nonetheless, it is one of those concepts that is
intuitively understood, and which figures prominently
in many bioethical discussions, whether about end of
life care or about the benefits of medical treatment.
There is consensus that QoL is inherently subjective,
and refers to the subjective experience of an individual,
and should be assessed from the perspective of the individual relative to his or her own values [17,18,19].
The challenge of QoL assessment is to quantify what is
inherently qualitative and subjective, to measure, as it
were, what it is like to be.
Three distinct conceptions of QoL are found in the literature: i) Subjective well-being, which includes positive and negative affect, life satisfaction, and physical
and mental health status; ii) Achievements in the major
domains of life (work, social relationships, housing,
health); and iii) Utility, which quantifies preferences for
various health states based on population samples [20].
The three dominant domains of QoL within these conceptions are physical, psychological, and social functioning. For reasons that will be outlined below, subjective well-being is the appropriate measure of QoL in
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brain-injured and DOC patients. There is no consensus
as to the best method for assessing QoL [17], and instruments for measuring QoL, along with their acronyms, have proliferated in recent years [20]. Most
measure QoL through a patient self-assessment questionnaire [17], and an issue cutting across all approaches is the ability of persons to self-report on the
measured aspects of their own well-being. This presents particular challenges for assessing patients with
brain injuries, who may have deficits in the ability to
communicate, as well as in self-awareness and self-insight, all of which impair self-reporting [21, 22].

Generalizing from other patients
with brain injuries
There are a few instruments that measure QoL in persons with brain injuries, but all require further validation [18]. It remains empirically unresolved how reliable brain-injured patients are as self-reporters [20],
but research shows that a sizable percentage of the
general population also encounters difficulty completing some complex QoL questionnaires [20]. Thus, if
subjective well-being is a reasonable indicator of QoL
in healthy persons, it ought to be equally so in those
with brain injuries, and the burden of proof is on those
who would assume that this population is unreliable as
self-reporters of their own subjective QoL.3
One of the shortcomings of instruments that measure
QoL in patients with brain injury is the relative salience
of different domains of well-being. For example, cognitive and communication deficits, and chronic pain have
a significant impact on QoL in persons with brain injuries, but many instruments lack sufficient sensitivity to
these dimensions. While an achievement such as
meaningful employment is an important QoL domain in
the general population, it may be less important to persons with cognitive deficits that preclude employment,
while existential dimensions of well-being, such as successful readjustment of one’s life perspective, feelings
of estrangement from oneself and others, and social dimensions such as isolation, intimacy, and relationships
with loved ones and friends may be relatively more important when other areas of fulfillment recede. Generic
QoL instruments for the general population may be insensitive to the shifting needs and priorities of persons
with brain injuries [18].
The phenomenon of “response shift” can result in a recalibration or reprioritization of value in persons living with brain injuries, such that they assess pain or
3

There is an interesting epistemological question concerning
whether it matters if brain injured patients are not “accurate” reporters of their own QoL (and even what it would mean to say that
one might be wrong about one’s subjective state of well-being). If
an individual perceives the quality of his or her life to be good, is it
not, by definition, subjectively good? Much more could be said
about this issue, but it is somewhat beyond the scope of this paper,
and so must be set aside.

cognitive deficits differently, or modify the relative importance of different domains of life [20]. Response
shift can result in persons coming to accept a QoL that
they might, previous to their injury, have deemed unacceptable, and is a possible explanation for the socalled “disability paradox”, in which people with serious disabilities report, contrary to expectations, that
their QoL is good [23]. Response shift might also explain why significant others often rate the brain injured person’s QoL much lower than the patient herself does [24], thus making proxy informant reports of
QoL of questionable use. Studies of patients with LIS
reveal that a large majority judge their QoL “good”,
and comparable to the QoL of healthy controls [24,25].
If nothing else, such results show that even profoundly
disabled brain-injured persons often confound expectations when it comes to their QoL. The same may not
be true of DOC patients, but generalizing from other
brain-injured patients emphasizes the need to learn
more about their actual QoL, rather than relying on
population-based norms and preconceptions, or proxy
reports with poor patient-proxy concordance [17] that
might significantly mis-estimate QoL in DOCs or misvalue continued life.
There is an ethically serious flaw in assessing QoL in
brain-injured persons by assuming that healthy individuals are the norm, or constitute a “gold standard”
of sorts. Brain-injured persons experience many
losses – social and functional losses, losses of ability,
friendships, and of memories – but some nonetheless
achieve subjectively good QoL. Looked at prospectively,
however, a life of profound disability might seem incompatible with good QoL. We ought to find out, whenever possible, how an individual’s life is actually going,
not how it measures up to some pre-injury or healthy
exemplar. The disability paradox, and the possibility
that response shift as well as lack of self-insight might
result in subjective QoL being higher in DOC patients
than healthy persons would expect are ethically significant.
No existing QoL instrument is capable of assessing
QoL in DOC patients, and some authors express skepticism about the very possibility of measuring QoL in
unconscious or minimally conscious patients [18]. The
inability to communicate or self-report is a significant
barrier to assessing QoL, but in VS/UWS patients,
there is a further hurdle: it is not known if these patients experience anything at all. It is conceivable that
they are aware of nothing that might be recognized as
a lived experience, and a life that is not experienced
by an individual has no subjective quality. Thus, there
is a sense in which unconsciousness might count
against one possibly having a good life. A life with
nothing of any value in it would count for many as a
life not only barely lived, but a life not worth living.
However, given the high rate of misdiagnosis in DOCs,
it behooves us to consider QoL in those who may be
covertly aware.
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A minimalist and pragmatic model
of quality of life
A concept of QoL, scaled to the norms and preferences
of the general population, is inappropriate in patients
whose QoL would inevitably be rated as abysmal. For
example, on a standard health-related QoL index, DOC
patients could not possibly have a good or high QoL due
to their low level of physical and/or cognitive functioning. A conception of QoL as subjective well-being, sensitive to the functional status and interests of DOC
patients, is needed. McMillan proposes a model of QoL
that is useful and appropriate as a conceptual starting
point, for it identifies two fundamental affective domains of QoL [17], which, propitiously, are the very
domains that at present are potentially accessible in
DOC patients who have minimal or no ability to communicate. The two domains are “negative affect” and
“positive affect”.4 The “negative affect” domain includes
affective states of discomfort, both physical in origin
(e.g. pain, illness) and emotional in origin (depression,
boredom, etc.) [17]. The “positive affect” domain consists of pleasant affective states of physical or emotional
origin, such as physical contact, social companionship,
and mental stimulation [17].
Limiting the domains for assessment to positive and
negative affect is not grounded in an epistemic claim
that only those domains matter. In most persons, positive and negative affect barely scratch the surface of
what is considered important to one’s well-being.
Rather, these limited domains are emphasized because
they are fundamental to QoL and undoubtedly do matter, if anything does, and because they actually have
potential to be assessed in DOC patients. One could
argue that positive and negative affect, and things that
impact positive and negative affect, are all that matter
for QoL in persons with profound disabilities, but nothing like that claim is being made here about DOC patients. What is offered here, rather, is a minimalist and
pragmatic model of QoL based not on a claim about
what matters, but rather on a claim about what matters that we can at the same time assess.
While QoL assessment has traditionally been the domain of the social sciences, recent developments suggest a role for neuroscience in accessing subjective
information locked inside DOC patients. There is a serendipitous synergy between potential objective measures of QoL and innovative, objective tools for diagnosis and prognosis, so QoL research might plant two
trees with one seed. Several potential contributions for
neuroscience are here proposed, with the caveat that
much more research is needed, particularly to develop,
validate, and ascertain the reliability of neuroimaging
modalities for assessing QoL in DOC patients.

4

McMillan calls the domains “comfort-discomfort” and “pleasure”
[17].

Negative affect
The International Association for the Study of Pain has
defined pain as “an unpleasant sensory and emotional
experience associated with actual or potential tissue
damage” [26]. This distinguishes pain, as an experienced psychological state, from nociception which refers to “activity induced in the nociceptor and nociceptive pathways by a noxious stimulus” [26]. Although
the proximate physical cause of experienced pain may
be nociception, “the experience of pain is more than a
simple sensory process. It is a complex perception involving higher levels of the central nervous system,
emotional states, and higher order mental processes”
[27]. Experiencing painfulness requires nociception
and emotional reaction, which are “processed by the
brain in areas anatomically and physiologically distinct
from one another” [28].
The physiological effects of nociception, even if not
perceived, may have longterm repercussions for QoL.
Nociception in the absence of pain awareness induces
a physiological stress response [28]; chronic neuropathic signaling can result in a “persistent and sometimes self-sustaining cascade of neural and endocrine
responses that degrades physical and psychological
well-being” [29], as well as neuronal damage and compromised immune functioning [29]. With evidence that
neuroplasticity can play a role in recovery from VS/
UWS [30], the capacity for nociception and untreated
pain to negatively affect recovery should be explored.
For purposes of assessing subjective QoL, whether or
not a person experiences pain and suffering matters
most.
There has been significant attention in recent years to
the study of pain in DOCs. Several studies show that
pain processing differs between the VS/UWS and the
MCS [31]. Boly et al found widespread activation of
the “pain matrix” along with preserved functional connectivity in MCS patients, comparable to controls [32].
Most studies with VS/UWS patients suggest likely
nonconscious pain processing [31,33], Markl et al.
found that 30% of VS/UWS patients showed responses
in the affective pain network, leading the researchers
to conclude that some can experience pain [34]. A recently developed behavioral test, the Nociception Coma
Scale shows potential usefulness as a sensitive tool for
assessing nociception in severely brain-injured patients, and for distinguishing, on the basis of reactivity
to nociceptive stimuli, between the VS/UWS and the
MCS [31, 35].
Objective evidence of the capacity for pain, and for the
presence of pain, would be important pieces of the QoL
puzzle for DOC patients. Additionally, pain is an aspect
of QoL for which there is hope of remedy through the
provision of analgesic or psychoactive medications.
Thus, while pain research on a clinical population incapable of providing informed consent is fraught with
ethical concerns, not least because it may involve the
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intentional infliction of pain, such research also has the
potential to directly benefit the research subjects by
bringing to light the need for pain treatment.
Suffering, of course, has many potential causes besides
physical pain, including depression, isolation, stress,
and grief, all of which are common in persons with
brain injuries. Psychological suffering in DOC patients
is an important consideration. Evidence suggests that
there may be more going on in the minds of MCS patients than is apparent from their behavior [16, 36, 37,
38], including evidence of potential cognition, such that
some patients may have insight into their own condition [36, 39, 40]. There is also evidence of emotional
response and processing [41, 42, 43], which suggests
the possibility that some DOC patients could experience
mental distress or pleasure. None of the evidence is yet
unequivocal, but it rises to the level of possibility with
sufficient force to obligate consideration of the psychological domains of QoL for persons in the MCS and fLIS.

Positive affect
There is clear reason for ethical concern about negative
affect and suffering, but positive affect is also an important component of subjective well-being. A person
who suffers pain, grief, and isolation may also be a person for whom existence includes compensatory positive experiences and emotions as well. The truly tragic
case would be one in which there are no compensatory
positive experiences or affects, but only a life of unremitting misery. Such suffering would, presumably, result in an unacceptably low QoL, and a life that may not
be worth living. A life without the possibility of positive
experiences and emotions – a life without joy, love, humor, fun – even in the absence of suffering, would still
be a poor life. Positive affect may make the difference
between a life of flourishing (however relatively diminished that life might seem compared the flourishing of
healthy individuals) and a life of mere languishing. Revealing the potential for positive affect in a patient may
importantly have the positive effect of prompting others to engage in activities (talking, playing, touching,
etc.) that could enhance QoL in DOC patients. As positive affect has been demonstrated to enhance cognitive
functioning, resilience, and immune responses [44, 45],
the therapeutic role of positive affect in cognitive disability and rehabilitation in DOC patients should not be
overlooked.
The neuroscience of happiness is still in its infancy, but
a few “hedonic hotspots” have been identified in the
brain [46], and all pleasures appear to involve the same
hedonic brain systems [46]. Neuroscience offers clues
about the potential for brain injuries to abolish some
pathways to positive affect by diminishing or even
eliminating normal sensory pleasures. E.g. lesions to
the ventral pallidum appear to abolish hedonic “liking”
reactions to sweetness and replace them with disgust

[47]. Miller et al report a patient who, following bilateral damage to the ventral pallidum, reported feelings
dominated by depression, hopelessness, and anhedonia [48]. It would be meaningful to know if such diminution of positive affect has occurred in a DOC patient.
As with nociception and experienced pain, it would be
overly reductive to assume that there is a simple correspondence between so-called “hedonic” brain activity
and happiness or pleasure. The behavioral and neuroanatomical evidence for positive and negative affect
provide only a crude picture: we might infer that there
is pleasure or pain, or positive or negative affect, without being able to measure its intensity or know how
salient it is for the patient all things considered [49].
Does a pain bother him a lot? Is her pleasure very
pleasing? The minimalist and pragmatic conception of
QoL is rudimentary, and only begins to provide answers.

Rethinking Quality of Life Assessment
Communication is a significant hurdle for QoL assessment in DOC patients, but if there were technologymediated channels of communication – so-called braincomputer interfaces (BCIs) – DOC patients could simply
be asked about their QoL given appropriately designed
questionnaires suitable for individuals with severe
brain injuries and communication deficits [4, 50]. Some
neuroimaging paradigms that currently show potential
for assessing QoL are likewise possible means of directly communicating with some DOC patients about
their QoL. For example, using fMRI, Owen asked a VS/
UWS patient if he was in pain, and he responded to indicate “no” [51, 52]. There remain significant limitations inherent in BCIs, not least of which is that a lack
of a response by a patient can be interpreted in several
ways (e.g. the patient is confused, or doesn’t understand the question, or was distracted). It is not necessarily the case that a lack of answer to a question like
“Are you in pain?” equates to a negative answer, just
as it is not the case that a lack of response to a test of
covert consciousness proves lack of consciousness.
DOCs require a paradigm shift in how we think about
QoL assessment, both in terms of the what (as noted
above) and the how. A multidisciplinary effort that includes affective and clinical neuroscientists and social
scientists is required for the how: to design and implement appropriate QoL assessments suited to the level
of disability and diminished cognitive and communicative capacities of DOC patients, including those communicating via BCIs. In addition to developing the role of
functional neuroimaging, modifications might include
simplified questions (e.g. yes/no questions), and queries framed to target population- and individual-specific concerns and needs. QoL assessment has always
attempted to objectively quantify subjective states of
well-being: the aim of using neuroimaging and technol-
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ogy is no different, even if the instruments employed
are radically different.

The ethics of Quality of Life research
DOC patients, like other persons with profound cognitive disabilities, are vulnerable persons who lack autonomy, and are unable to consent to research participation. However, research on QoL has the potential to
directly benefit DOC patient-participants. The research
may involve some discomfort for some patients, but it
is comparable in risk/burden to current diagnostic tests
that are already administered to these patients, as well
as to experimental diagnostic/prognostic measures
such as fMRI which have the potential to become standard tools. Moreover, the information gained can benefit research participants with empirical evidence of the
need to treat pain or distress, or prompt the provision
of positive and enjoyable stimuli, or inform decisions to
end life-sustaining measures if doing so is compatible
with the known values and desires of the patients and
their proxies. Because of the minimal risk, the comparability or identity to already experienced risks/burdens and procedures, and the potential for direct benefits to the patients, such research can be ethically
conducted in this vulnerable group with proxy consent.
Additionally, information about the QoL of an individual allows for an evidence-based assessment of the potential benefits and burdens of research or treatment.
In the absence of paradigms for assessing QoL in these
patients, before and after therapeutic interventions, we
risk worsening their plight in ways that are ethically
unacceptable. After all, being unconscious, or lacking
insight into one’s level of disability, social impairment,
and isolation may be psychologically protective for
some DOC patients, and may enhance the ability to
cope with disability [36, 54]. Altering the cognitive status of DOC patients with, e.g., treatments that aim to
increase their level of awareness, may alter their QoL
for good or bad. Having a baseline notion of what life
is like for the patient, together with data on QoL in
other DOC patients, may inform treatment and research decisions. The benefits might extend beyond individual participants, by helping inform treatment and
nontreatment choices in those patients who still cannot
be reached through the means available to us now or
in the near future. Finally, the empirical evidence acquired may help guide the way in developing treatments and rehabilitative strategies that are responsive
to the actual needs of DOC patients.

Conclusion: the ethical imperative
DOC patients can be subjected to clinical neglect and
nihilism: on the belief that nothing can be done for
them, nothing is done for them. This benign neglect is

one reason for the unacceptably high rate of misdiagnosis. Once patients are deemed “permanent”, they are
not reevaluated for changes in neurological status that
might reveal an emergence to consciousness, unless
the patient exhibits dramatic changes in behavior. New
research might begin to fill the empirical lacuna and
reduce this neglect. The dearth of research on QoL in
the DOC patient population likewise demands addressing. This neglect is based on the belief that QoL assessment is not possible in patients who have such limited
capacities that they are not capable of self-assessment
or self-reporting. Yet just as QoL is an important ethical
consideration in the care of newborns, the elderly
demented, and other patients incapable of communication and self-assessment, it is critically important in
patients with DOCs. Presuppositions about their QoL
prejudice our thinking about the value of life-sustaining
treatment for such patients. Questions persist about
what is in the best interests of these patients, and are
especially contentious with patients in the MCS or fLIS,
who are conscious, and may therefore suffer both
physically and psychologically from being perpetually
trapped in a state of profound disability [54, 55, 56,
57]. Is existence torture for them? Or does life allow for
compensatory benefits, as it does for others with severe
disabilities? These are questions for which answers are
urgently needed, not because the answers by themselves are sufficient to justify end of life or treatment
decisions, but because they are necessary for such decisions.
Given the place of prominence QoL has in our beliefs
about whether life is worth living for DOC patients, the
ethical importance of finding reliable and valid measures of QoL in this population can hardly be overstated. There is an ethical imperative to prioritize research towards developing QoL assessments suitable
for DOC patients using available and emerging paradigms. Such research, which goes hand in hand with
efforts to improve the accuracy of diagnosis and prognosis, should be prioritized over experimentation on
treatments and therapies for DOCs. While this is a
strong claim, the priority is justified because an understanding of QoL, of what it is like to be in a state of
diminished or disordered consciousness, is a precondition for ethical research on treatment modalities that
could potentially alter the QoL of these patients, for better or worse. For individual patients, assessing QoL
could help inform therapeutic decisions, such as providing pain relief, or social/environmental enhancements, or, in some cases, decisions to withdraw life
sustaining treatments. Making decisions based on false
beliefs about the subjective value of life for DOC patients denies these persons what little proxy-mediated
self-rule remains to them, and also denies their proxies
the information they need to make the right decisions
for them. In the absence of reliable and valid information about QoL, decisions are made in a void, based on
inference, suppositions, and preconceptions that we
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have good reason to question. Finding a way to assess
QoL would give these voiceless patients some measure
of control, and help us reach some small distance
across the abyss that separates them from their families, their community, and their world.
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Zusammenfassung
Können sie leiden? Ethische Priorität der Lebens
qualitätsforschung bei Bewusstseinsstörungen
Gegenwärtig wird eine ethische und rechtliche Debatte
über den Abbruch lebenserhaltender Massnahmen bei
Patienten mit Bewusstseinsstörungen geführt. Diese Debatten sind gewöhnlich von impliziten Annahmen über
den Lebenswert und von Unsicherheit über die Lebensqualität der Menschen mit Bewusstseinsstörungen geprägt. Bislang gibt es keine validierten Methoden, um
die Lebensqualität dieser Patienten zu messen, wobei
ein wesentlicher Grund dafür in deren Kommunikationsunfähigkeit besteht. Neue neurowissenschaftliche
Entdeckungen könnten dazu beitragen, dieses Problem
zu umgehen und Licht auf Lebensqualitätsaspekte bei
Bewusstseinsstörungen zu werfen. Es besteht ein ethischer Imperativ, die Lebensqualitätsforschung bei dieser Patientengruppe prioritär zu behandeln, um bessere
Evidenzen für Behandlung, Forschung und Lebensende-Entscheidungen zu gewinnen. Es wird ein minimalistisches und pragmatisches Lebensqualitätsmodell
vorgeschlagen, das auf positive und negative Gemütsbewegungen ausgerichtet ist, die das Potential in sich tragen, die Kommunikationslücke zu überwinden und bei
Personen, die ihre Stimme verloren haben, Kontrollmassnahmen zu ermöglichen.

Résumé
Peuventils souffrir ? La priorité éthique de la
recherche sur la qualité de vie dans les pathologies
de la conscience
On assiste actuellement à un débat éthique et juridique
sur la question de l’interruption des mesures de maintien en vie pour les patients atteints de pathologies de
la conscience (DOC). Le débat est régulièrement alimenté par des suppositions concernant la valeur de la
vie des personnes dans un état de conscience diminué,
ainsi que par une incertitude persistante concernant
leur qualité de vie (QoL). C’est qu’il n’existe pas de mé-

thode validée pour évaluer la qualité de vie dans cette
population de patients, et un obstacle important à cela
vient de leur incapacité à communiquer. Des découvertes neuroscientifiques récentes pourraient cependant contourner cette difficulté et permettre de jeter
quelque lumière sur la qualité de vie des patients DOC.
Or, il existe un impératif moral de donner la priorité à
la recherche sur la qualité de vie de cette population de
patients, de rassembler des données pour guider le
traitement, la recherche et les décisions de fin de vie.
Cet article propose un modèle minimaliste et pragmatique de qualité de vie, ciblant les émotions positives et
négatives comme étant des domaines où l’absence de
communication pourrait être surmontée, afin de redonner à ces personnes sans voix un certain contrôle sur
leur vie.
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