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Abstract: Patients with disorders of consciousness after severe brain injury need surrogate
decision makers to guide treatment decisions on their behalf. Formal guidelines for surrogate
decisionmaking generally instruct decision makers to first appeal to a patient’s written
advance directive, followed by making a substituted judgment of what the patient would
have chosen, and lastly, to make decisions according to what seems to be in the patient’s best
medical interests. Substituted judgment is preferable because it is taken to preserve patient
autonomy, by using a patient’s past wishes and values to reconstruct what they would have
chosen for themselves. In this paper, the author argues that for a certain population of
patients, the standard interpretation of substituted judgment cannot ensure the preservation
of patient autonomy. Patients with “covert awareness” may continue to have values and an
authentic sense of self, which may differ from their past values and wishes. Accordingly,
surrogate decision makers should make decisions based on how the patient is likely to
experience their condition in the present, rather than their past wishes and values.

Keywords: disorders of consciousness; brain injury; surrogate decisionmaking; advance
directive; substituted judgment

Introduction

Frieda, a 32-year-old female, suffers a severe traumatic brain injury when she is struck
by a motor vehicle while riding her bicycle. She is rushed to the hospital, and her
condition is stabilized by emergency physicians, but she remains in a coma for 5 days.
Her husband, acting as her surrogate decision maker, is informed by her neurologist
that her prognosis is uncertain, and he elects to continue life-sustaining treatment.

After 2months, she has emerged from her coma and is diagnosed as having
unresponsive wakefulness syndrome (UWS)—also referred to as the vegetative
state (VS)—showing no evidence of awareness of herself or her environment
during bedside examination. However, an electroencephalogram has detected a
P300 signal in response to a recording of her name, which has been found to be
predictive of recovery in posttraumatic VS.'

At this stage after her injury, it remains unclear to what extent Frieda might recover.
Her husband believes that she would not want to continue living in a severely disabled
state, given the feelings she had expressed about the prolonged period of disability her
grandmother experienced prior to her recent death. Her parents and sister believe that
there is a reasonable chance of meaningful recovery, and that with the right support,
she could have an acceptable quality of life even in a severely disabled state. However,
none of Frieda’s family is really sure how to proceed.

Disorders of Consciousness

Few cases exemplify the challenge of surrogate decisionmaking more than patients
with prolonged disorders of consciousness. Disorders of consciousness are a
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collection of transitory syndromes, encompassing coma, UWS, and the minimally
conscious state, and are considered “prolonged” after more than 4weeks
postinjury.” Diagnosis of a particular syndrome is based on the presence or absence
of qualifying signs of wakefulness and awareness. A patient in a coma is neither
awake nor aware, whereas a patient with UWS remains awake, but unaware of
themselves or their surroundings. Patients in the minimally conscious state are
awake and demonstrate intermittent and fluctuating levels of awareness. Although
they share certain essential features, patients within each syndrome may be very
different. Diagnosis is typically made from a bedside behavioral assessment using
a diagnostic tool like the Coma Recovery Scale-revised, and rates of misdiagnosis
remain high.’

Several landmark studies over the past decade have caused a dramatic shift in
our understanding of disorders of consciousness. In the most widely cited case,
researchers demonstrated that a patient who had been diagnosed as being in a VS
could understand spoken commands, and respond to them, by modulating her
brain activity.* After being placed in a magnetic resonance imaging scanner (MRI),
the patient was instructed to imagine playing tennis, or imagine navigating their
home. During each imagery period, functional MRI detected activity in specific
brain areas—the same as that observed in healthy subjects—which would then
cease when the patient was instructed to stop imagining. These results provided
compelling evidence that the patient was, despite all outward appearances, still
conscious.

Subsequent studies have determined that as many as 15% of patients rigorously
diagnosed with UWS are covertly conscious.””’* Patients fitting this profile—
behaviorally nonresponsive but capable of command-following using functional
neuroimaging—are referred to as having “cognitive motor dissociation,” and
encompass a wide range of potential cognitive capacity.” Command-following
studies provide strong evidence of a preserved capacity for language comprehen-
sion, attention, response selection, and working memory, whereas other neuroima-
ging studies in these patients have demonstrated preserved executive function, and
“theory of mind.”'""" A subset of patients have even used functional neuroimaging
to correctly communicate answers to “yes or no” questions.'”

Despite their preserved consciousness, patients with cognitive motor dissociation
are presumed to lack decisionmaking capacity. Although it is possible that such a
patient could retain the necessary understanding, appreciation, and reasoning to
make a particular decision, and, in the case of patients who can communicate using
functional neuroimaging, the means to convey this decision to others, the extent of
their injuries makes this highly uncertain. Additionally, the limited ways in which
these patients can communicate (if at all) makes assessing decisionmaking capacity
challenging. For these reasons, decisions are made on their behalf by surrogate
decisionmakers.

To date, the vast majority of patients who have demonstrated covert awareness
have been several months, or even years, postinjury when awareness was verified
using functional neuroimaging. These patients are generally physiologically stable,
and living in a long-term care home or with family members. Further recovery of
function is unlikely (though not impossible). At this stage, end-of-life decisions tend
not to be at the forefront for surrogate decisionmakers. Decisions about whether to
pursue life-sustaining treatment, such as tracheostomy or the insertion of feeding
tubes, are typically made relatively soon after injury, and it has been uncommon for
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families participating in this research to subsequently withdraw life-sustaining
treatment from their family members. Accordingly, the discovery of covert aware-
ness in patients who are chronically behaviorally nonresponsive may not signifi-
cantly impact surrogate decisionmaking with respect to withdrawing treatment.

However, the potential for covert awareness in as many as 15% of behaviorally
nonresponsive patients may complicate surrogate decisionmaking in the acute
stage, when treatment decisions are more pressing. Because prognosis after severe
brain injury is highly uncertain, surrogate decisionmakers are faced with a difficult
task. In the hours or days immediately after injury, when the patient remains
physiologically unstable, surrogates must decide to pursue treatment or opt instead
for palliative care, without knowing whether or not the patient will make a good
recovery (i.e., a quality of life the patient would find acceptable). If the patient
survives their injuries and becomes physiological stable, recovery of function
remains uncertain. The likelihood of significant functional improvement after
severe brain injury diminishes over time; recovery of consciousness is considered
unlikely 12 months postinjury for patients suffering a traumatic brain injury, and
3 months postinjury for those suffering an anoxic brain injury, although isolated
cases of recovery of consciousness several years after injury have been documented ."”
During this period, surrogate decisionmakers will need to decide how the patient’s
treatment should be managed, including in some cases whether to withdraw life-
sustaining treatment, or withhold a potentially life-prolonging intervention.

At present, functional neuroimaging to detect covert awareness occurs in only a
handful of research institutions globally, making it inaccessible to the majority of
behaviorally nonresponsive patients. However, in the 2018 update to its practice
guidelines for patients with disorders of consciousness, the American Academy of
Neurology recommends that when there is continued ambiguity regarding evi-
dence of conscious awareness, or where confounders to a valid clinical diagnostic
assessment are identified, clinicians should use multimodal evaluations to detect
conscious awareness, including functional neuroimaging.'* This is an important
step toward making functional neuroimaging to detect covert awareness more
widely available.

These guidelines also point out that functional neuroimaging studies return
negative findings in the majority of patients diagnosed as having UWS through
behavioral assessment. Although a negative result on a functional neuroimaging
test does not entail that a patient lacks awareness (only that no evidence of
awareness was detected), the available evidence suggests that functional neuroima-
ging will not result in a change in diagnosis for most patients. More sensitive
methods of detecting covert awareness are needed, and continue to be developed by
researchers. For the purposes of this discussion, however, I will focus on patients
who have demonstrated evidence of covert awareness via functional neuroimaging
or other modality, or for whom such an assessment is indicated (because there is
continued ambiguity regarding evidence of conscious awareness, based on serial
neurobehavioral assessment).

Thus, in addition to navigating the uncertain trajectory of patient recovery,
surrogate decisionmakers must also account for the fact that in a minority of cases,
the patient may be covertly aware. In the absence of awareness, patients cannot
experience pain or pleasure—or more broadly—suffering or enjoyment. Con-
versely, the presence of covert awareness means that patients have the capacity to
experience the world in some way. Yet we know very little about what this
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experience is like. This has led some to worry that patients might be suffering
tremendously in this state; conscious of the world around them, but unable to move
or speak.'”' How should surrogate decisionmakers navigate the difficult task they
have, in light of these worries?

The Standard View of Surrogate Decisionmaking

The standard view of surrogate decisionmaking adopted in most legal statutes uses
a hierarchical framework, beginning with an appeal to a patient’s written advance
directive.'”'® In cases where a formerly competent patient expressed a preference
for or against certain interventions through an advance directive, the role of the
surrogate is to ensure that these preferences are adhered to as much as possible.
When no advance directive exists, the task of the surrogate is to make a “substituted
judgment” on behalf of the patient, by reconstructing what the patient would have
decided in the circumstances, if they were competent. If a substitute judgment is not
possible—either because the patient never expressed a preference relevant to the
decision at hand, or because the patient is not known to the surrogate decisionmaker
—the surrogate should act according to what they believe to be in the patient’s best
interests. This “best interests standard” appeals to a general conception of interests
(e.g., minimizing suffering and restoration of physical capacities), drawing from
what a reasonable person would be thought to want in the circumstances.

In practice, surrogate decisionmaking often departs from the standard model.
When making decisions on behalf of patients with disorders of consciousness,
surrogate decisionmaking may reflect a combination of different consider-
ations.'”?’?'** Surrogates may use conversations with physicians about the
patient’s prognosis, or the possible trajectory of their recovery or decline, to make
decisions. Surrogates also tend to weigh the burdens of continued treatment on the
patient. Is the patient suffering physically, emotionally, or mentally? The patient’s
anticipated quality of life is also an important consideration, as well as the
patient’s prior expressed wishes, whether they “would have wanted to live like
this.” Surrogates may draw on their beliefs about the patient’s personality (“she is
a fighter”), or religious beliefs. Surrogates may also consider the expected burden
of caring for the patient, or what the surrogates themselves would want, if they
were the patient.

Surrogate decisionmaking becomes challenging when these factors do not lead to
a clear conclusion, as is often the case in this context, and as we see in Frieda’s case.
Her uncertain prognosis means it is unclear if she will recover, and to what extent.
The possibility that she is covertly aware means that she could be experiencing her
condition, though it is unclear if she is suffering. And if she is covertly aware, we
might be unsure whether the fact that she previously expressed not wanting to live
in such a state is a sufficient reason to withdraw her from treatment.

Adhering to the standard view of surrogate decisionmaking provides one way of
resolving this conflict. The surrogate should make a substituted judgment, based on
Frieda’s prior expressed preferences. Frieda had said in the past that she would not
want to continue living in a severely disabled state, and her family should respect
this decision and withdraw her from continued treatment.

In what follows, I will argue that appealing to the standard view in the case
of behaviorally nonresponsive patients like Frieda is mistaken. This is not because
I think that behaviorally nonresponsive patients should not be withdrawn from
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treatment. Rather, it is because appealing to the substituted judgment standard fails
to account for a crucially important aspect of patients with covert awareness, which
significantly weakens the underlying justification for its use. Substituted judgment
presumes that reconstructing the decision a now-incompetent patient would have
made, based on an advance directive, or their prior decisions and values, is the best
way to respect their autonomy. However, as I will argue, in the case of behaviorally
nonresponsive patients with covert awareness, we have reason to question this
presumption. If my argument is successful, surrogate decisionmakers should
appeal to a different decisionmaking standard when acting on behalf of behavior-
ally nonresponsive patients.

Foundations of the Standard View of Surrogate Decisionmaking

Most Western countries, particularly the United States, place a high value on the
autonomy of patients to make their own decisions about medical treatment. Because
the burden of any treatment decision is primarily borne by the patient, patients
have the right to choose which treatments they will or will not accept. Surrogate
decisionmaking proceeds from this starting point: when a patient cannot be relied
upon to decide for themselves about their treatment and care, how can we protect
their general right to make their own decisions? A natural strategy is to look at
the wishes the patient expressed while still competent. If they cannot decide for
themselves now, the best alternative is to appeal to the choices they made in the past.
Accordingly, surrogate decisionmaking typically begins by looking to a patient’s
written advanced directive—a statement indicating the treatments a patient would
and would not accept in various circumstances.

A highly influential argument for the primacy of advanced directives for surro-
gate decisionmaking comes from Ronald Dworkin.”” On his view, a person’s well-
being—how well their lives go, for them—depends on the satisfaction of “experi-
ential” interests and “critical” interests. Experiential interests are those that we value
because we like the experience of doing them; they are things that we find exciting,
enjoyable, or pleasurable. Critical interests, by contrast, are concerned with those
things we believe to be genuinely important for a good life. Rather than preferences
for certain experiences, critical interests are judgments about what is valuable,
about what people should want from their lives and without which they would
be much worse off. It is in the pursuit of our critical interests that we make important
decisions, and structure the narrative shape of our lives. Unlike experiential
interests, critical interests are not temporally indexed. If I believe a certain kind of
achievement will make my life better, for example, I will be indifferent about
whether it has occurred in the past, or will occur in the future. Similarly, satisfying
a critical interest can contribute to the value of my life, even if I am not aware of it.

Dworkin also suggests that although we want our lives to contain the right kind of
experiences and achievements, we also want these experiences to have a kind of
integrity. For Dworkin, a good life forms a coherent narrative structure, where the
critical interests we value and pursue express our commitment to a certain kind of
character. This commitment to a coherent life-narrative explains why people often
care quite deeply about the circumstances in which they approach the end of life.
People want their deaths to be in character with their unique life-narrative, to be
consistent with the sense of self they have curated over the course of their lives.
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Accordingly, Dworkin argues, considerations of beneficence and respect for auton-
omy require that people be able to determine the ends of their lives, where possible.

How would Dworkin respond to a behaviorally nonresponsive patient like
Frieda? Dworkin points out that it is generally accepted that competent individuals
have the right to autonomy, and we should respect their decisions even when they
appear not to be in the person’s best interests. We do this because we recognize the
importance of autonomy to preserving the integrity of our character. We value
autonomy because it protects our ability to lead a life structured by our own values
and commitments. Even though people sometimes have inconsistent values, or
make irrational decisions, it is important that we allow them to make decisions
according to their sense of self.

When a person loses the capacity to choose according to a coherent sense of self,
they have lost the capacity that autonomy is meant to protect, and their decisions
no longer have authority which must be respected by others. However, we might
still have a reason to respect those decisions they have made in the past, when they
still had this capacity—what Dworkin calls “precedent autonomy.”** By respecting
a person’s precedent autonomy we continue to allow them to shape their life-
narrative according to their own values and commitments, to live their lives in the
way that they wanted to.

On Dworkin’s view of precedent autonomy, the reason we respect a patient’s past
decision is not because we take this as good evidence of their interests in the present,
but because we take it to be an expression of their autonomy. Thus, even if honoring
an incompetent patient’s past decisions appears to conflict with her best interests,
we ought to defer to the past decision because no subsequent expression of the
patient’s autonomy has been made to replace it.

Dworkin also argues that we have reasons of beneficence to defer to a patient’s
prior expressed wishes when making decisions on their behalf. He argues that when
a person is entrusted to the care of another, that person has a right that decisions be
made in their best interests. At first glance, this appears to conflict with the patient’s
right to precedent autonomy; the carer’s judgment of the patient’s best interests
might be at odds with the patient’s prior expressed wishes. It is here that Dworkin’s
distinction between experiential and critical interests is important. Although a
patient lacking decisionmaking capacity will continue to have experiential interests,
they no longer have a clear sense of their critical interests. They do not have a sense
of their life as a whole, or of the kinds of plans and goals which structure a life-
narrative. Yet they continue to have critical interests, interests which are a
continuation of those critical interests they had while competent. He argues that
when we consider the entire character of their lives, including those critical
interests the patient had while competent, we see that we must judge the patient’s
critical interests as they did when they were competent. Because our critical
interests are morally weightier with respect to our overall well-being than our
experiential interests, respecting a patient’s past critical interests best promotes
their well-being overall.

Advance Directives

Dworkin argues that the most immediate way to respect critical interests is to honor
a patient’s written advance directives. In practice, however, advance directives
often fall short of this ideal. First, most people simply do not complete them.
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Although research suggests that many people know about them, only about 25%—
30% of people have them, even when educational interventions have been designed
to facilitate their use.”””* Written advance directives are also more common in
elderly people, although patients who regain covert awareness after severe brain
injury are often younger or middle-aged adults, making it likely that the patients
under discussion will not have completed an advance directive.

Not all advance directives contain meaningful or useful information. Most
advance directives are broad, attempting to cover a wide range of possible treatment
scenarios. Accordingly, they usually provide only general instructions for how the
patient would like to be treated (e.g., “I would not want to receive life-sustaining
treatment”), but lack the level of detail which would be helpful to surrogate
decisionmakers in real treatment situations. Most patients are unlikely to have
given serious thought to the possibility of behavioral nonresponsiveness with the
possibility of covert awareness after a severe brain injury, meaning the majority of
advance directives likely will not provide specific instructions for these circum-
stances.

Even a detailed advance directive is not useful if patients do not understand the
medical decision they are making. When competent patients make medical deci-
sions in the present, we protect their interests by ensuring that they have an
adequate understanding of the information relevant to their treatment decision;
they should have at least a basic understanding of the nature of the condition, as
well as potential benefits and harms of particular treatments. Yet research suggests
that the decisions articulated in advance directives are often uninformed.”’*"
Directives may be internally inconsistent, and patients may exhibit a lack of
understanding about how specific interventions cohere with their broader treat-
ment preferences. We do not respect a patient’s autonomy or life-narrative by
binding them to uninformed decisions they made in the past.

In the case of covert awareness, meeting this threshold of understanding can be
difficult. Because we currently know very little about how these patients experience
the world, assumptions healthy people make about the condition may be unin-
formed. A person creating an advance directive should understand that these
patients are incapable of voluntary behavior, and completely dependant on others
for their care. But they should also be aware that this condition is not necessarily
physically painful, and that patients may be capable of experiencing pleasure and
various other forms of enjoyment, depending on their cognitive capacities. The level
of care and support these patients receive is also likely to be a significant determin-
ing factor in their overall quality of life.

Preferences for life-sustaining treatment may also change over time, without
people necessarily being aware of this change. People generally do a poor job of
predicting their preferences and emotional reactions to future events, particularly
when they are unfamiliar, which is likely to be the case for most situations in which
an advance directive would be invoked.”” Research suggests that rather than
resulting from reflective deliberation, most decisions about treatment are made on
the spot by the decision maker, and can be heavily influenced by biases, framing
effects, and other contextual factors.”’ Again, this suggests that rather than being an
expression of a person’s autonomous values and commitments about how their
lives should go, a written advance directive is often a haphazard recording of a
person’s potentially unreflective preferences at a particular time.
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Substituted Judgment Standard

The practical problems with advance directives often require recourse to the substi-
tuted judgment standard. Like an advance directive, the appeal of substituted
judgment is that it ostensibly supports the patient’s autonomy, even after decision-
making capacity has been lost. By making decisions on the patient’s behalf accord-
ing to what they would have chosen for themselves, we continue to promote their
autonomously chosen critical interests. Again, the general acceptance of the sub-
stituted judgment standard amongst clinicians and many bioethicists reflects the
fundamental importance of self-determination in Western medical decisionmaking.

Despite its widespread use, the substituted judgment standard presents many of
the same concerns as advance directives. Substituted judgment proceeds from the
assumption that an individual’s wishes and preferences are at least somewhat
stable, such that an expressed preference will still be applicable at some future
time. Yet individuals’ preferences regarding life-sustaining treatment often change
over time, with research indicating that people are more likely to change their minds
about treatment decisions they have not articulated in an advance directive.””””**
This suggests that those people who are most likely to require substituted judgment
are those for whom past preferences are less likely to be applicable in the present.

Introducing another party to infer or speculate about what the patient would
have decided also introduces new sources of potential error. Surrogates may have
difficulty identifying where their own needs and values differ from those of the
patient, or they may be influenced by decisionmaking biases (e.g., the “status quo
bias,” where decisionmakers prefer the status quo to making changes to treatment),
resulting in under or overtreatment.”>”° The stress, anxiety, and uncertainty asso-
ciated with surrogate decisionmaking has also been speculated to reduce surro-
gates’ ability to make accurate judgments.”” As a result, surrogate decisionmakers
are often inaccurate in representing patients” medical preferences. When comparing
what participants chose for themselves in hypothetical situations, and what surro-
gate decisionmakers predicted they would choose, surrogates are correct approxi-
mately 68% of the time.”

Although these problems present a difficult challenge to overcome, I think
patients with covert awareness present a deeper issue for substituted judgment.
Recall that on Dworkin’s view, the right to precedent autonomy is grounded in the
value of a person’s integrity; their capacity to lead their lives “out of a distinctive
sense of their own character.””” In paradigm cases of decisionmaking incapacity,
such as advanced Alzheimer’s, the loss of decisionmaking capacity is taken to be
roughly contemporaneous with the loss of the ability to conceive of one’s critical
interests. Although they may have periods of greater or lesser lucidity, dementia
brought on by Alzheimer’s is a progressive decline in cognitive capacity, until
patients no longer have a clear and coherent sense of themselves. At this point, they
can no longer “act out of genuine preference or character or conviction,”*’ and as a
result, no longer have the right to autonomy. The underlying assumption is that the
capacity to make autonomous decisions—and the right to have them respected—is
tightly bound with the capacity to have genuine preferences about the shape of one’s
life (i.e., to have critical interests).

But behaviorally nonresponsive patients are not like patients with advanced
Alzheimer’s. These patients do not undergo a progressive decline in their cognitive
capacities, but rather, have experienced a shearing of their cognitive capacities,
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followed by an unknown level of recovery. In the Alzheimer’s case, we need to refer
to a patient’s past expression of their critical interests, in order to preserve and
maintain their life-narrative. But it is possible that a behaviorally nonresponsive
patient with covert awareness might continue to have genuine preferences about the
shape of their lives, even without having decisionmaking capacity. Put another way,
covertly aware patients lack agency—they lack the means to purposefully act on
their environment—but they may still have the capacity to formulate judgments or
decisions which express genuine values and commitments. If so, a patient’s past
expression of her critical interests would not be the best guide to decisionmaking on
her behalf. In fact, such a patient might have critical interests in the present which
are different than the critical interests they expressed in the past, and they might no
longer endorse those past critical interests."’

This possibility presents a difficulty not only for Dworkin’s view, but similar
views of surrogate decisionmaking which ground substituted judgment in the
patient’s prior values and life narrative. For example, John Philips and David
Wendler propose “the endorsed life” interpretation of substituted judgment,
according to which surrogate decisionmaking ought to promote the life that the
patient valued for themselves.”” On this view, we respect the autonomy of a now-
incompetent patient by helping them to bring about the life they wanted to lead. Of
course, the assumption is that the values which guided the patient’s autonomous
decisionmaking in the past have not been replaced by different or contrary values in
their postinjury state. Although this may be a reasonable assumption in the case of
advanced dementia, it may not be in the case of behaviorally nonresponsive patients
with covert awareness.

Brudney and Lantos* offer an alternative view, which emphasizes a distinction
between agency and authenticity, as components of autonomy. Agency refers to a
person’s capacity to choose on the basis of reasons, where each choice we make is an
exercise of our agency. Authenticity, on the other hand, refers to “constructing one’s
life in accordance with one’s distinctive beliefs and values,”** and must be exercised
over the course of many decisions. Brudney and Lantos argue that agency and
authenticity may diverge in some cases, such as when a patient refuses treatment for
reasons which seem inconsistent with the values they have lived by. Although
respect for an individual’s agency is important, allowing the mere exercise of an
individual’s choice does not seem more valuable than preserving their life. Thus, it is
only when agency is consistent with authenticity that we ought to respect a patient’s
decision to refuse life-sustaining treatment. If we extend this argument to cases of
surrogate decisionmaking, the substituted judgment of surrogates would need to
reflect the patient’s authentic self, and not merely a prior expression of her agency.
Again, the problem presented by behaviorally nonresponsive patients with covert
awareness is evident. If these patients continue to have distinctive beliefs and
desires about how their lives should go, it would be mistaken to defer to their prior
expressed decisions, or the values and character they expressed in the past, if these
no longer reflect their authentic self.

Evidence for Critical Interests in Patients with Covert Awareness

What reason do we have for thinking that patients with covert awareness continue
to have the capacity to form new critical interests? As described above, the mental
imagery task requires the exercise of a range of cognitive capacities: sustained
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attention (required to maintain focus through each task), language comprehension
(required to understand the instructions of the researchers), response selection
(required to switch between alternative task requirements), decisionmaking and
execution skills (required to decide whether to comply with the task instructions
and carry out the mental task), and working memory (required to remember
task instructions, and which task to perform). As Davinia Fernandez-Espejo and
Adrian M. Owen argue, “these are all aspects of ‘top-down’ cognitive control that
are typically associated with normal levels of conscious awareness.”*’

Those patients who have used mental imagery for yes/no communication
demonstrate evidence of additional cognitive capacities. For example, one patient
was able to correctly identify his name, suggesting self-identity, and correctly
identify the year and his location, suggesting orientation in space and time. This
patient also correctly identified the name of his personal support worker, whom he
had only met after his accident, suggesting the capacity to form new memories.
Finally, the ability to answer that he enjoyed watching hockey on TV, and that he
was not in pain, demonstrates a capacity for personal preferences, and subjective
experience.

Other approaches to functional neuroimaging reveal further cognitive capacities.
In an elegant series of experiments, Lorina Naci and colleagues compared the brain
responses of healthy participants, and two patients diagnosed as being in a VS, as
they were shown a suspenseful movie.”” They found that one of the VS patients
demonstrated a highly similar brain response to the healthy controls, suggesting a
similar experience of the movie (this patient was later found to have cognitive motor
dissociation through an independent neuroimaging scan). Similar experiments
using audio-only stimuli have also generated compelling evidence of a highly
similar conscious experience between healthy controls, and some behaviorally
nonresponsive patients.

Following the complex plot of a suspenseful film requires various cognitive
capacities. In addition to the retention of visual and auditory function, patients
must also retain executive function. Executive function is a process which allows us
to integrate auditory and visual information, and our prior knowledge and experi-
ences, into a meaningful whole. Understanding a complex narrative also requires a
“theory of mind,” which allow us to infer others” mental states and differentiate
them from our own."” Finally, the experience of suspense requires having certain
beliefs about the past as well as certain beliefs or expectations about the future, and
the capability to adjust these beliefs when new information is presented. The
experience of suspense has been shown to recruit brain regions involved in making
strategic inferences, and also involves future-directed cognitive processes."””’
A Dbehaviorally nonresponsive patient capable of experiencing a suspenseful
stimulus could also be capable of organizing her own experiences according to a
temporally coherent structure.

Taken together, this evidence warrants at least the possibility that patients with
covert awareness continue to have a sense of their lives as a whole, and a distinctive
sense of their own character. Thus, although they may not be capable of exercising
their agency, they may continue to form and revise their critical interests in the
present (this might be the case even if they remain cognitively impaired). If so, we
can no longer be certain to be respecting their autonomy by honoring their advance
directives, or making a substituted judgment based on the kind of life they valued,
because those values may have changed. In other words, patients with covert

520


https://doi.org/10.1017/S0963180120000286

https://doi.org/10.1017/50963180120000286 Published online by Cambridge University Press

Precedent Autonomy and Surrogate Decisionmaking

awareness may retain the capacity to genuinely revise their life narrative. Similarly,
appealing to a patient’s previously expressed critical interests is no longer clearly
consistent with beneficence, if these critical interests are no longer endorsed by the
patient in the present.

This possibility adds a serious complication to surrogate decisionmaking. Respect
for a patient’s autonomy no longer clearly favors deferring to their prior decisions or
values. Similarly, even if we are persuaded by Dworkin’s interpretation of benefi-
cence, we might fail to decide in the patient’s best interests by appealing to their past
critical interests.

At this point, one might reasonably ask the following: Suppose that some covertly
aware patients do retain sufficient cognitive capacities that they could authentically
revise their critical interests postinjury. Do we have reason to think that their current
critical interests will be substantially different than their past critical interests? For
example, if a patient expressed in an advance directive that they would not want to
be kept alive in a state of complete dependence, or had lived the kind of life that
strongly suggests they would not want to live in such a state, why should we not
assume that this continues to be their critical interest?

Our critical interests reflect those things that we value in life, and it stands to
reason that these would be relatively stable. It is also true, however, that our critical
interests can be revised, often in light of transformative life experiences. Evidence
from the quality of life literature supports the idea that our critical interests may
undergo change after a serious illness or injury. “Response shift” refers to a recalibra-
tion, reconceptualization or reprioritization of a patient’s values and commitments in
response to significant changes in their circumstances, in a way that affects their self-
evaluation.”””? A patient may change the value they assign to different elements of
their life, or they may change their understanding of what a good life is, for them.

A particularly illustrative example of potential response shift is patients with
locked-in syndrome. Locked-in syndrome is a condition in which patients are
incapable of voluntary movement (except, in most cases, for vertical eye move-
ment), or verbal communication, but remain completely cognitively intact. As we
might expect, many healthy people would not want to be kept alive with locked-in
syndrome. Jacob Gipson and colleagues found that 35.8% of healthy people would
want treatment withdrawn if they were in this condition, although 38.9% were unsure.
Conversely, studies have shown that the self-reported quality of life of locked-in
patients is within the same general range as that of healthy individuals,”*”” with one
study indicating that 72% of patients self-reported as happy.”

A few caveats are relevant here. First, as the authors of the study point out, the
72% figure may reflect a selection bias, as more well-adjusted patients might be
more likely to participate in a quality of life-survey. Indeed, the same study found
that 58% of patients would not want to be resuscitated in the event of cardiac arrest,
although only 7% expressed a wish for euthanasia.”” Clearly, not all locked-in
patients have a quality of life acceptable to them. Second, although both locked-in
and covertly aware patients have similar motor limitations, locked-in patients are
generally capable of some kind of communication. They have a means of expressing
their preferences and engaging with others that is almost entirely unavailable to the
majority of covertly aware patients. This difference alone is likely significant enough
to prevent an “apples to apples” comparison between these populations.

Nevertheless, even if the self-reports of locked-in patients cannot be directly
extrapolated to covertly aware patients, locked-in patients provide a compelling
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example of the potential of at least some patients with significant disabilities to
adapt to their condition and maintain an acceptable level of subjective well-being. It
seems reasonable to assume that living with locked-in syndrome would frustrate
many of the critical interests a healthy person might have—achievement in one’s
career, the completion of long-term projects, a close relationship with one’s family—
which leads to the further assumption that such a life is not worth living. The fact
that some locked-in patients report being happy suggests that the frustration of their
prior critical interests has not significantly impacted their happiness. The same
might be true for patients with covert awareness.

I'have argued that there is evidence to suggest that patients with covert awareness
could retain the capacity for critical interests in the present (i.e., to have a sense of
what is meaningful or valuable in life, for them), which may be different from their
past critical interests. This possibility gives us reason to question the authority of
their past critical interests in decisionmaking on their behalf. A patient’s past critical
interests may reflect how they wanted their lives to go in the past, but may not reflect
how they want their lives to go in the present. Similarly, if we benefit a patient by
considering the character of their life as a whole, we ought to defer to the critical
interests they have in the present, rather than those they expressed in the past but no
longer hold.

Where does this leave surrogate decisionmakers? As I discussed at the outset,
the presence of covert awareness means that patients have some experience of
the world, although we have limited knowledge of what this experience is like.
Accordingly, it is unclear what is most consistent with their experiential interests,
that is, whether continuing to provide life-sustaining treatment will result in a
favorable balance of positive experiences (e.g., pleasure, enjoyment) over negative
experiences (e.g., pain, emotional or mental suffering). But as we have seen, we
should also be cautious about placing too much weight on the desires, preferences,
and values that they expressed in the past. This may not be the best way to respect
their autonomy, preserve their life-narrative, or help them to conclude their lives
“the way they want.” At the same time, surrogates likely will not have any hard
evidence for the patient’s critical interests in the present, if indeed they have
undergone a revision.

Nevertheless, the reality is that treatment decisions will have to be made, and
surrogates must make their decisions based on the evidence that is available to
them. A patient’s past critical interests might be good evidence of their critical
interests in the present, although this cannot be assumed to be the case. Some critical
interests might be more likely to undergo revision than others. Consider again the
testimony of patients with locked-in syndrome. In 2012, Tony Nicklinson petitioned
the High Court of Justice of England and Wales for the right to die, after spending
more than 6 years in a locked-in state he described as “dull, miserable, demeaning,
undignified, and intolerable,” and “a living nightmare.””® He died shortly after
losing his case, having refused food for nearly a week.”” Another patient, Nick
Chisholm, describes the “immense frustration” at completing the simplest of tasks,
like having his teeth brushed, and the difficulty in communicating to others. He
describes his existence as “incredibly lonely,” and that sometimes he wishes he had
not survived his injury. Despite this, he is “glad to still be alive—most of the time
anyway,” having come to accept his accident, and determined to make the most of
his life.”” A third patient, Kevin Weller, says that he “felt unimaginable grief for the
person I had lost—the old me,” yet he “does feel happy,” and “wishes to remain
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here as long as possible,” with “so much to look forward to.”®' The testimony of
other patients emphasizes the importance of physical and emotional support from
family, particularly in interpreting very subtle attempts at communication.’” Rich-
ard Marsh, who went on to recover completely after spending several months in a
completely locked-in state, described “the loneliness of knowing there is no one
there who understands how to communicate with you,” and feeling “very vulner-
able” to carers, particularly those who were less skilled and handled him roughly.®’

Each of the patients described has experienced their disability differently, and it
seems reasonable to infer that the same would be true of patients with covert
awareness. Accordingly, there should not be a presumption in favor of, or against,
the provision of life-prolonging treatment. The locked-in patients described above
also consistently refer to the simple experiences of day-to-day life as being the
source of much of their frustration, as well as much of their enjoyment. It is their
experiential interests which appear to have the largest impact on their well-being,
whether they describe their lives as broadly negative, broadly positive, or as
intolerable. This suggests that locked-in patients are less concerned with how their
disability has impacted the overall narrative of their lives—broadly, with how it has
affected their critical interests—and understandably much more focused on over-
coming the immediate struggles they face, or enjoying the pleasures that are
available to them. Again, although covertly aware patients might experience their
disability differently than locked-in patients experience theirs, it is plausible that
their experiential interests might have a similarly greater impact on their well-being
than their critical interests.

If this is the case, surrogate decisionmakers should give greater consideration
to promoting the present and future experiential interests of patients, rather than
their critical interests. How might the patient experience a life of near-complete
dependence on others, and how likely are they to be able to accept their limitations?
For example, a patient’s ability to cope with severe disability has been found to be
a combination of attributional style (perceived source of stress, locus of control,
optimistic or pessimistic outlook), personality characteristics (e.g., risk tolerance,
sense of self-efficacy, introversion or extroversion), and the implementation of
coping strategies.”"” Research has also found a strong relationship between family
functioning and patient progress in postacute rehabilitation, suggesting the coping
style of families can impact a patient’s functional recovery.”® The extent and quality
of the care that can be provided to patients and the capacity of families to deal with
the challenges of caregiving, should be an important consideration in treatment
decisions, given its impact on patient well-being. Appropriate surrogate decision-
making in this context requires making difficult judgments about patient quality
of life. This will involve an accounting of the critical interests a patient may still
endorse, and their experiential interests. Recently developed tools for assessing
quality of life in patients with covert awareness may be useful in helping surrogate
decisionmakers to focus on those aspects of well-being that are most relevant to
patients as they exist in the present.”’

Conclusions

Behaviorally nonresponsive patients with covert awareness challenge our moral
imagination like few other patient groups. Many assume that these patients are
suffering, yet we have limited insight into their actual experience. As healthy
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people, we can imagine what we would want if we were in such a state, but we
might feel differently once it becomes a reality. I have argued that when it comes to
making decisions on behalf of patients with covert awareness, we have reason for
skepticism about the authority of their past decisions, or previous critical interests.
Appeal to these interests may be appropriate when making decision on behalf of a
patient we know is no longer autonomous, and incapable of revising their values or
desired life-narrative, such as in cases of advanced dementia. However, we cannot
rule out the possibility that covertly aware patients have (or will in the future)
revised their critical interests or life-narrative, and there is some positive evidence to
suggest that they could. There is also reason to think that in these patients, it is their
experiential interests which have a greater impact on well-being. Rather than
attempting to reconstruct what a patient “would have wanted,” surrogate decision-
makers should reflect on how the patient is likely to experience their lives, now and
in the future.
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