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A TWO-CULTURE PROBLEM

by the time scientist and novelist c. p. snow gave his famous  
1959 Rede Lecture, The Two Cultures (Snow 2007 [1959]) memories of the 

Platonic Academy, the Renaissance polymath, or the Newtonian theolo-

gian-physicist were long gone. It was such synergisms that Snow sought 

to restore as he described the lack of communication between the two 

cultures at mid-century Cambridge, the culture of the sciences, which 

seek to develop technological advances and to make sense of the world 

through the objective rigor of the scientific method, and the culture 

of the humanities, whereby knowledge is constructed by language and 

culture. 

As medical ethicists, we find ourselves at the intersection of the 

humanities and the sciences, a confluence that is too often underpopu-

lated and an intellectual space that needs more engagement. Following 

in Snow’s tradition (Fins 2009; Fins and de Melo-Martin 2010; Fins 

2010), we see the two-culture divide as a barrier to solving challenging 

questions such as those posed by severe brain injury. So in the spirit of 

reconciling these two cultures, we hope to employ both the tools of the 

sciences and the insights of the humanities in our description of disor-
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ders of consciousness and analysis of the ethical challenges posed by 

these minimal states of consciousness. Indeed, our paper is the product 

of authors from differing disciplines, with the two of us representing 

a broader investigative team that draws upon a number of disciplines 

with many ways of knowing and understanding. 

Patients with minimal consciousness have been put at the 

center of legal battles during which they have become icons of both 

the right-to-die movement and the pro-life movement. Their bodies 

and capabilities have been examined, their brains have been scanned, 

and philosophers have pondered the meanings of their existence. One 

viewpoint that we would like to champion, as we make sense of the 

different ways to understand who these patients are and how to protect 

them, is the perspective of their family members. We hope to high-

light that, by considering how these families understand the patient’s 

condition, and how this understanding can be informed by scientific 

advances, scholars can develop a richer phenomenological account of 

what it is to have a disorder of consciousness and how to best protect 

the bodies and minds of these patients.

WHAT IS A DISORDER OF CONSCIOUSNESS?

There are many patients that fall into the broad class of brain states 

described as disorders of consciousness, and in understanding the 

rights around these patients it is important to understand their differ-

ences (Fins 2007). Coma, the initial presentation of severe brain injury, 

is characterized by an eyes-closed state of unawareness that can prog-

ress to whole brain death, where there is no brain activity anywhere, 

or to full recovery, as in the case of recovery from an anesthetic  

coma. 

And what of the in-between? Patients who are comatose can 

evolve into a vegetative state (VS), described by Byron Jennett and Fred 

Plum (1972) as a state of wakeful unresponsiveness in which the eyes 

are open but patients have no awareness of self, others, or the envi-

ronment. They have sleep-wake cycles and roving, nonvolitional eye 

movement, as was notably seen in the Terri Schiavo case, in which the 
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parents and husband of Ms. Schiavo engaged in a legal battle over her 

diagnosis and on-going life-sustaining treatment with a feeding tube. 

But appearances can be quite deceiving, as VS patients can neither see 

nor respond to a mother’s voice (Fins and Schiff n.d.).

Temporally, the vegetative state becomes “persistent” after one 

month’s duration. It becomes permanent three months after anoxic 

brain injury (oxygen deprivation as after a cardiac arrest) or twelve 

months after traumatic injury (head injury after a car accident) (Fins 

2005). 

Ten years ago the Minimally Conscious State (MCS) was codified 

in the literature (Giacino et al. 2002). These patients are conscious, 

though at the bedside they often look as inactive as a vegetative patient. 

But neurologically, they are quite distinct from those who are vegeta-

tive. They demonstrate intention, attention, awareness, and memory. 

The trouble, though, is that these manifestations occur intermittently 

and episodically, and they are often missed, thereby erroneously lead-

ing clinicians to clump these conscious patients within the vegetative 

category.

Thus, one of the greatest challenges faced by MCS patients and 

their families is that when they see these biological manifestations of 

consciousness, they are often not believed. No doubt, devoted family 

members, clocking hours by the bedside, are prone to see patients 

at their best, and the powerful force of wishful thinking cannot be 

ignored. But MCS patients do intermittently demonstrate behaviors 

that outperform habituated expectations.

Patients who can reproduce these behaviors are said to have 

emerged from MCS. MCS patients do follow commands, and thus when 

the neurologist—or any clinician—is called to the nursing-home bed 

housing the patient but sees no response, clinical expectations about 

lack of responsiveness are confirmed. All the more so because knowledge 

of this brain state still has not permeated clinical circles and clinicians do 

not expect to see what actually did happen (Fins and Hersh 2011).

Unfortunately, the chance that the patient will be able to repro-

duce these acts when a neurologist becomes available for an exam is 
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slim; the very nature of the condition is to slip unpredictably in and 

out of states of consciousness (Fins et al. 2007). That is the biological 

phenomenon. The practical consequence of this oscillation is huge: 

the diagnostic error rate in some studies for people who are minimally 

conscious in a nursing home and have been diagnosed as vegetative is 

as high as 41 percent (Schnakers et al. 2009). Such an error rate would 

be unheard of—and unacceptable—in any other area of medicine. 

A CULTURE OF NEGLECT

So why is such an error rate seemingly permissible? One of us has writ-

ten extensively about the strange confluence of events that has placed 

patients with disorders of consciousness outside of the medical main-

stream and made them the object or relative neglect (Fins 2003). 

The argument links the evolution of the right-to-die movement—

as first articulated in the Karen Ann Quinlan case in 1976—with the 

utter futility of intervening in patients who were vegetative (In re 

Quinlan [70 N.J. 10, 355 A.2d 647 (N.J. 1976)]). The New Jersey Supreme 

Court, drawing upon the testimony of Dr. Fred Plum, argued that the 

removal of Quinlan’s ventilator was ethically and legally appropri-

ate because she had irretrievably lost any possibility of returning to a 

cognitive sapient state. Over the ensuing decades the right-to-die has 

evolved from that landmark case and there has been a broad embrace 

by American society of notions of self-determination and dominion 

over how we live and die. (The corollary to this at life’s start is the 

contemporaneous abortion and choice debate in Roe v. Wade in 1973.)

In medical practice upward of 80 percent of patients now die in 

American hospitals with a Do Not Resuscitate order, and such decisions 

have become normative (Fins 2006a). Along the way, we have also come 

to associate severe brain injury with futility and this emergent, now 

well-established, right to die. 
The challenge posed by MCS patients is that we are now asking 

society to requilibrate and make a different judgment, perhaps, for 

patients who, to the untrained eye, look as if they were vegetative. We 

are asking them to distinguish patients who cannot ever be helped (the 
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permanently vegetative) from those who might have the possibility for 

some degree of recovery and who are, in fact, conscious and deserving 

of our regard and not of our sequestration from the rest of us conscious 

beings (Fins 2006b; Fins forthcoming). 

The poster child for this scenario was Terry Wallis (Schiff and 

Fins 2003). In 1984 he was in a car accident. For nearly 20 years, Terry 

remained in a nursing home diagnosed as vegetative when in fact he 

had moved into MCS after a few months. His family had seen behaviors 

suggestive of MCS, which were either not seen by staff or ignored, so 

he remained diagnosed vegetative. What other diagnosis was available? 

His responsiveness predated the advent of the diagnostic category in 

2002. 

It was only when he emerged a year later and began to speak 

fluently that it became clear he had been in MCS for most of the preced-

ing decades. And biologically speaking, imaging studies done by our 

colleagues at Weill Cornell Medical College have demonstrated that 

Wallis had undergone axonal sprouting—the development of new 

connections between old neurons—in his brain (Voss et al. 2006). While 

it is unclear if these structural changes in his brain relate to his func-

tional improvement—a claim that a properly powered prospective 

observational study would need to make—the dynamic nature of his 

brain should give us pause. It suggests that change is possible even 

decades past injury and that these changes might be harnessed in a way 

to foster improved function. Tragically, in institutional review board 

(IRB)–approved, research-related interviews with the Wallace family, 

we learned Terry was unassessed by a neurologist for 19 years. When 

his family asked for evaluation, they were told that Terry would not 

qualify and that, even if he did, an assessment would not matter. This 

is the kind of acculturated nihilism toward brain injury to which we 

alluded earlier. 

THE PHENOMENOLOGY OF THE MCS EXPERIENCE

This nihilism has not only hindered scientific work in this area—it has 

also precluded sufficient ethical analysis about these brain states for the 
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body and the state (Fins 2003). As investigators, our focus has been on 

these patients within families, and we believe that a particularly salient 

way to consider the ethical implications of these brain states is through 

the prism of the families where these individuals were formed and 

where they return to receive care. This is a particularly valuable place 

for ethical analysis because the principals with the injury either cannot 

engage in abstract thinking or cannot communicate these higher-level 

thoughts (though we seek to change that—another paper for another 

volume) (Schiff 2007; Fins 2006). 

Because patients in MCS cannot share their thoughts, we must 

turn to those closest to them for ethical guidance and the lived experi-

ence that comes with proximity and responsibility. They and we must 

imagine what these states might be like in order to care and protect 

those lacking voice. 

One dimension, perhaps unbeknownst to the patient, is that 

patient’s sequestration from the rest of society. He or she is huddled 

away in nursing homes, and many families speak of the patient in a 

curious tone as if he or she is no longer exist, shamed by the very pres-

ence. It is a kind of ostracism that William James described so well and 

which might be instructive as we seek to understand the varieties of 

experiences that attend to these brain states. 

In his seminal theorizing about the social nature of man, William 

James (1950 [1890]) described what this complex family dynamic might 

be like when he imagined a hypothetical state of extreme ostracism, 

and the effect that such a state would have on the psyche. Pointing 

to the importance of the many “social selves” that make each of us 

whole, James asked his readers to imagine coming into a room and 

being utterly ignored. 

He wrote, “If no one turned around when we entered, answered 

when we spoke, or minded what we did, but if every person we met ‘cut 

us dead,’ and acted as if we were nonexisting things,” there would be a 

strange and paradoxical response: “a kind of rage and impotent despair 

would ere long well up in us.” And so neglected, “the cruelest bodily 

tortures would be a relief; for these would make us feel that, however 
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bad might be our plight, we have not sunk to such a depth as to be 

unworthy of attention at all” (1950 [1890]: 293–294). Even discomfort 

would serve to reconnect us with others and human community. 

The state of despair James describes is as close as we can come 

to imagining the feeling of being so isolated, so alone, for want of a 

proper diagnosis that says you are still one of us, still part of the human 

community and not permanently unconscious, having been incorrectly 

diagnosed as in a permanently vegetative state (PVS), laying in bed 

night after night in a nursing home, unable to converse with anyone 

or even have basic needs met, witnessing the actions of others who 

mistake you for a linen or a towel incapable of hearing or of response, 

so effectively mute that no one could imagine you were still there. It is 

akin to realizing someone has been listening in on a conversation not 

intended for his or her ears. In the case of MCS patients, this may be 

going on for years.

Social Psychology

Social psychologists have brought to life what a state of extreme isolation 

may have on the psyche. Research on college students has looked at changes 

in affect and behavior following what is known as the life-alone paradigm, 

whereby students are told that the results of their personality tests reveal 

that by the time they reach 25, they will not be able to maintain close rela-

tionships and will lead out a life alone. Following this life-alone feedback, 

participants were more likely to show a reduction in complex cognitive 

thought and an increased sense of meaninglessness and lethargy, even 

turning away from a mirror to avoid self-awareness. What’s more, like 

suicidal patients, the fear of ostracism leaves participants perceiving time 

as standing still (Baumeister, Twenge, and Nuss 2002; Twenge, Catanese, 

and Baumeister 2003). It is as if they became numb ghosts trapped in time.

The state so eloquently described during James’s ponderings, and 

when images lead to such drastic alterations of behavior in the social 

psychology laboratory, is a state all too real for countless persons with 

MCS who have been misdiagnosed as PVS (Fins et al. 2007). Those who 

are, to use James’s expression, “Cut . . . dead.” 
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Imagine James’s phrase in light of a patient we saw at Weill 

Cornell Medical College and whose family we interviewed.1 There is 

a compelling series of videos available (Youtube 2010) that depicts a 

young MCS patient who has briefly emerged to some communication 

skills thanks to a high dose of zolpidem, a prescription sleeping medi-

cation that has paradoxical effects of causing alertness in some patients 

with brain injury. What he begins to express as he emerges into a state 

where he can vocalize speaks to the extreme isolation and frustration 

over his inability to have his needs met. As he looks around the room, 

he repeatedly tells his mother, “I don’t know where I am” and places a 

simple request: “I want water.” 

What is startling about both of these requests is that, at the 

heart of them, is an awareness of self: “I don’t know where I am?” “I 
want water.” In his first statement, we see linguistic evidence that he is 

aware of his self and attempting to place his self in relation to his envi-

ronment. In his second statement, we see linguistic evidence of his abil-

ity to act intentionally and of desire. The patient is attempting to satisfy 

his state of thirst by soliciting help from those around him. Perhaps 

we can infer from these two statements that he has an awareness of an 

other who might bring the water. He is attempting to anchor an under-

standing of his surroundings with confirmation from his mother, and 

he understands that, by making a request for water, he can engage her 

own intentional acts to quench his thirst.

Unfortunately for the patient in the video and his family, the 

paradoxical effects of zolpidem were short-lived. Without reliable 

communication, countless family members of MCS patients are desper-

ate to know what their loved ones are experiencing now:

Are they in pain? 

Do they understand me when I speak to them? 

Are they trying to do things, but find themselves unable? 

Until recently, there have been very few tools available for these 

family members, but with advances in the neuroscientific understand-

ing of how the brain works, family members can begin to see more 

answers. 
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THE BASIC QUESTIONS

Pain

One of the greatest challenges faced by caregivers of patients that are 

MCS is how to know when, and the degree to which, they are experi-

encing pain. What is pain, or what is the experience of pain, is a ques-

tion with a rich philosophical history: freedom from physical pain, the 

Greek Hedonist Epicurus vowed, was the highest of goals (Epicurius, 

Letter to Menoeceus 124–125). Freedom from pain has recently also 

been declared a basic human right, and the World Health Organization 

has taken important steps to assure the right to pain management in 

the developing world (Word Health Organization 2002). 

A research team lead by Dr. Stephen Laureys in Liege, Belgium, 

exposed five MCS patients, fifteen PVS patients, and fifteen healthy 

adults to noxious stimuli and examined their brain functioning in a PET 

scan (Boly et al. 2008). PET scans can map out the networks activated 

when subjects were exposed to pain, enabling researchers to address two 

questions. First, did they process the sensation caused by the noxious 

stimuli? And second, did they experience that sensation as pain? 

Laureys and his team found that cerebral correlates of pain 

processing were in a similar network for both MCS patients and health 

adults. The PVS patients showed response in the primary sensory 

areas of the brain, suggesting they processed the sensation caused by 

the noxious stimuli, but, unlike MCS patients, PVS patients’ cerebral 

correlates did not fall into networks akin to those of the healthy adults. 

These findings suggest that MCS patients may be experiencing pain 

similar to healthy adults and may need analgesic treatment. For family 

members who are charged with evaluating the best course of care for 

the MCS patient, knowledge that they may be experiencing pain is criti-

cal to understanding what their state is like, and what care is needed.

Understanding 

We talk to those around us because humans have a fundamental need 

to share our understanding of the world with others. What’s more, 

simply sharing is not enough; we need to know that our sentiments are 



740    social research

understood and that we have made sense of a reality that others share 

(Husserl 1999 [1939]; Hardin and Higgins 1996).

Do MCS patients process the things that are said to them? A 

research team led by Dr. Joy Hirsh at Columbia University and Dr. 

Nicholas Schiff at Weill Cornell University (Schiff et al. 2005) had family 

members record personal stories for two MCS patients and seven 

healthy adults. Patients and healthy adults were given fMRI scans, 

which display changes in blood flow through the brain associated with 

neural activity. While being scanned, researchers played the narra-

tives normally and, for comparison, they played the same narrative 

in reserve. By playing the narrative in reverse, the researchers could 

look at cortical response to stimuli with the same frequency spectrum, 

differing only that one stimulus contained linguistic content and the 

other did not. 

The two MCS patients demonstrated responses similar to the 

healthy volunteers when listening to narratives played normally. 

However, when the narratives were presented in reverse, and therefore 

without linguistic or grammatical content, the MCS patients demon-

strated markedly reduced responses as compared with volunteer 

subjects, suggesting that they had reduced engagement for linguisti-

cally meaningless stimuli or interestingly, that they were responding 

to language. 

Intention

To process language, however, does not necessarily imply that one 

is conscious of that processing. A seminal idea in addressing what 

consciousness is has been the notion that the main characteristic of 

consciousness is that it is always intentional (Brentano 2009 [1874]).

To address this question of intentionality in language processing, 

Dr. Adrian Owen and his team in Oxford conducted an fMRI study of a 

23-year-old PVS patient who sustained a head trauma in a car accident 

(Owen et al. 2006). Rather than played narratives for passive listening, 

the patient was given spoken instructions to perform two mental imag-

ery tasks at specific points during an fMRI scan. One task involved imag-
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ining motor imagery, (“Imagine yourself playing a game of tennis”), and 

the other involved visual imagery (“Imagine visiting all of the rooms of 

your house”). Blood flow through the brain during periods that she was 

asked to imagine playing tennis was not only distinct from when she 

was asked to imagine her home, but her neural responses were indis-

tinguishable from those observed in healthy volunteers performing the 

same two imagery tasks in the scanner.

Owen’s results confirm that, despite fulfilling the clinical—or 

behavioral—criteria for a vegetative diagnosis, this patient retained 

the ability to understand spoken commands and to respond to them 

through her brain activity, rather than through speech or movement. 

We have called this state nonbehavioral MCS (Fins and Schiff 2006). 

Moreover, her decision to cooperate with the research team by imag-

ining particular tasks when asked to do so represents that she may 

be doing this intentionally. Owen’s work suggests a method by which 

some noncommunicative patients with disorders of consciousness may 

be able to use their residual cognitive capabilities to communicate their 

thoughts. 

Anyone for Tennis? 

Many thinkers may feel that Owen’s research does not quite reach the 

threshold of demonstrating intention: perhaps his patient was not 

intentionally doing as she was told (for example, to imagine playing 

tennis), but rather, she was involuntarily responding to the suggest-

ibility of the question. In 2010, Owen’s postdoctoral assistant, Dr. 

Marin Monti, along with Dr. Laureys (Monti et al. 2010), led a team of 

researchers to test Owen’s suggestion that fMRI intentional tasks may 

enable some patients to use cognitive capabilities to communicate, 

or in Husserl’s words, “give voice to” their conscious units (Husserl 

2001 [1901]). Monti and colleagues used this active language para-

digm and attached responses to mental imagery in order to have one 

patient who was clinically diagnosed as vegetative respond “yes” or 

“no” when asked to imagine playing tennis or walking about one’s  

house. 
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CULTURE SHOCK

Over 40 years ago, Alvin Toffler (1970) wrote a prescient little volume called 

Future Shock. It depicted a world of rapid change and advancing technology. 

We are at a similar cusp of change for those with disorders of conscious-

ness. It is time to move beyond the past as it relates to the legacy of a 

right to die, toward a future of engagement and caring that use advances 

in technology and pharmacology. As credible hypotheses mature into life-

altering therapies, these prospects—once the stuff of science fiction—are 

coming to the fore. We can now imagine having the ability to accelerate 

mechanisms of recovery and develop neuroprosthetic devices that liber-

ate patients from their isolation through drugs, deep brain stimulation, or 

brain-computer interfaces (Schiff et al. 2006; Fins 2011).

Such progress will make the body more malleable—if society 

allows this work to move forward amidst lingering biases and fiscal 

constraints. But before this science happens, we will need a realign-

ment and recalibration of our expectations of what might be possible 

for patients whose lives have been saved by acute care heroics but 

whose existence still wants for the lack of a more robust cure. Meeting 

their needs is ethically paramount, but preparing society to embrace 

this obligation is a necessary first step.

C. P. Snow famously once said that “scientists have the future 

in their bones” (2007 [1959]). To that we would add that all of us have 

biases about brain injury in our heads. The task now is to shed those 

images in order to imagine a future before its potential is past.

NOTES

1. The family was interviewed as part of an IRB-approved study and have 

given permission to be identified.
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