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ABSTRACT Through this autobiographical reflection on a life in medicine and 
bioethics, the author discovers that time is a unifying theme in his work. From his early 
writing on the regulation of house staff work hours and his abandonment of essential-
ism and the development of clinical pragmatism as a method of moral problem-solving 
to his scholarship on end-of-life care and disorders of consciousness, time has been a 
central heuristic in an effort to bridge ethical theory and clinical practice.

Autobiographical essays can be an indulgence. Often self-congratulatory 
and low on self-reflection, they seldom serve a purpose other than to stoke 

nostalgia. So when given this opportunity to write about my life in medicine 
and bioethics, I decided I would take stock, and not simply celebrate whatever 
accomplishments I might have had. Rather, I would use this opportunity to look 
for themes that linked the decades together. My hope was that the process might 
assemble the mosaic that has been my life into a discernible pattern that could 
only be seen from a distance, and from the vantage of historical reflection. Maybe, 
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if I was lucky, past would be prologue, and I would learn something that might 
help me script the next few chapters in my story.

I must confess that I was surprised by what I have come up with, and hence 
my predictable, but intentionally deceptive, title. This essay in not about my life in 
medicine, but rather about how time, as a heuristic, has informed and organized 
my clinical work as a doctor and my more theoretical scholarship as a bioethicist. 
And like all things temporal, this realization has only become apparent in retro-
spect. As Kierkegaard (1843) wrote:

It is perfectly true, as philosophers say, that life must be understood backwards. 
But they forget the other proposition, that it must be lived forwards. And if one 
thinks over that proposition it becomes more and more evident that life can 
never really be understood in time simply because at no particular moment can 
I find the necessary resting-place from which to understand it—backwards. (89)

I wrote what I thought was my first reflection on time and medicine for a 
talk I gave in Salerno back in 2010, when I was writing my book Rights Come to 
Mind: Brain Injury, Ethics and the Struggle for Consciousness (2015). I was reflecting 
on the case of Terry Wallis, who had emerged from the minimally conscious state. 
Having been thought vegetative for nearly two decades, he was now able to talk 
and communicate reliably. The problem was that he was stuck in time. A veritable 
Rip Van Winkle, he remained in 1984, the year of his injury. Time had stopped for 
him, even as it had moved on for the rest of us (Fins 2009).

Initially, this temporal lapse was a curiosity and presented practical challenges.  
Wallis thought his daughter, who resembled his ex-wife, was his wife. When 
he saw then-President George W. Bush giving a State of the Union address, he 
turned to his mother and asked, “What happened to Reagan?” (Fins 2015, 167). 
Wallis was living in what Augustine might have called “an eternal present,” but 
ironically it was 1984. I was taken by Wallis’s situation and the question of personal 
identity. Could one know who one was if one did not have a temporal sense of 
one’s age or one’s place in time. Yes, Wallis was Wallis, but he was temporally out 
of place (Fins 2015).

Bill Winslade described a similar case in his pioneering volume, Confronting 
Traumatic Brain Injury: Devastation, Hope and Healing (1998). The patient he profiled 
was “neither man, nor boy” (78–79). It struck me: could we truly have personal 
identity absent temporal contextualization? Heidegger (1927)—and mind you, I 
am not a big fan generally—did observe that der Sein exists in history and could 
not be ahistorical. And it turned out that such contextualization and placement in 
time had significant practical implications for my emerging work addressing the 
neuroethics of disorders of consciousness.

But one salient example. The authors of the 1994 Multi-Society Task Force 
on the Vegetative State made the important distinction between the persistent and 
permanent vegetative states. They noted that the persistent vegetative state was 
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a diagnosis, and that the permanent vegetative state was a prognosis. Again, the 
time constant was embedded in this important nosology, anticipating—to some 
extent—the seminal work of Nicholas Christakis (2000) on prognosis.

The place of time in the narratives of the patients with disorders of conscious-
ness was all very rich. So much so, I devoted a chapter in Rights Come to Mind to 
“Minds, Monuments and Moments,” thinking about time, self, and brain injury. 
It was one of my favorite parts of the book, a labor of love, and as I was thinking 
about this essay, I kept coming back to that chapter. I came to realize that it was a 
microcosm of the book, which itself used the story of one young woman’s brain 
injury for its narrative structure.

Rights Come to Mind begins with the brain injury that Margaret (Maggie) 
Worthen sustained as a senior at Smith College in 2006 and continues for nearly 
a decade. Maggie’s story, and those of 50 other families who came to Weill Cornell 
and Rockefeller for in-depth IRB-approved scientific study, have informed my 
work. I am grateful to Maggie’s mother, Nancy, and all the other families who 
worked with us for their permission to tell their stories using narrative methods 
in bioethics. Maggie’s fascinating story continues to teach us much about how 
the brain recovers from injury and its capacity to heal itself over time (Fins and 
Schiff 2016). Most remarkably, my colleagues have just published a paper in Science 
Translational Medicine that used functional neuroimaging to demonstrate longitu-
dinal rewiring of Broca’s area through concerted efforts to help Maggie reestablish 
functional communication using her ability to move her left eye (Thengone et 
al. 2016).

Maggie’s history was a complicated one, and as I was writing Rights Come to 
Mind, I realized that the best approach was a historical one, focused on chronol-
ogy. To that end, I made out timelines on yellow legal paper and tacked them on 
a corkboard over my desk to keep me organized. When I got stuck or frozen in 
the narrative, when something did not make sense, it turns out I had often gotten 
ahead of the story and violated a timeline. The timelines were rather simple: I 
used Maggie’s story as the main story line and would digress by telling another’s 
family experience or delve into the neuroscience to explain a new development 
or technology.

If my book had been a musical score, something also governed by time and 
tempo and notated in rhythms defined by time, it would have been a four-part 
string quartet at best. This contrasted with the multi-layered orchestral time lines 
that Robert Caro used to write his multi-volume biography of Lyndon Johnson 
(Caro 1990–2012). Caro’s methods were profiled in the New York Times Magazine 
as I was writing my book (McGrath 2012). His timelines adorned his Spartan 
office and were also tacked on a corkboard to provide direction and guidance. I 
read Caro’s 2012 profile with great interest, as I had read all four volumes of the 
Johnson biography when I was drafting Rights Come to Mind. I had thought that I 
needed a muse and hoped that Caro’s fine writing might improve my own efforts. 
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I was also attracted to his historical approach to narrative and thought it might be 
adapted to my own purposes, albeit on a smaller scale. In retrospect, I now more 
fully appreciate that my book, too, was a history, a history of a brain injury. And 
like a historian, my thinking was governed by time and chronology.

In retrospect, as I go through the work I have done over the years, my time in 
medicine has been all about time. My first paper in bioethics, and my first public 
talk, was about the New York State Bell Commission Reforms, which governed 
how many hours house staff could work. The reforms were prompted by the 
death of Libby Zion at my hospital, then the New York Hospital, in an era when 
house officers worked 36 hour shifts. It was alleged that her death was the result 
of long work hours by unsupervised trainees. I worried how professional obliga-
tion and responsibility would be affected by a “shift” mentality, and that—absent 
the articulation of norms and responsibilities—medical professionalism would be 
governed by the clock and not by patient needs. My concern about this issue 
was partly because time had placed me on the cusp of the past and future. As an 
intern, I had trained under the ancien regime (even that phrase has the ring of 
time), taking call every third night and routinely working 120 hours a week. As a 
senior resident, new rules were put in place that limited us to 80 hours of work 
each week.

In theory, the reforms were long overdue, but in practice they were hastily 
implemented, without data about fatigue or its educational impact on trainees 
whose shift would “time out” before patients evolved over the first critical 36 
hours after admission. Failing to see that unfold clinically robbed student doc-
tors of the chance to see the evolution of the natural history—there’s that word 
again—from diagnosis to treatment. How else could one hone one’s diagnostic 
sensibility? Getting it secondhand the next morning was like reading a discharge 
summary, accurate but without the immediacy of decision-making that leads to 
learning and professional growth.

But more important to the nascent medical ethicist in me was the question 
of time and moral responsibility. By instituting guidelines for house staff hours 
without first instituting an ethical framework that would ensure that doctors in 
training would take care of patients even when their time was up, medicine was 
engaging in an important professional lapse. This realization came to me vividly 
when I was a senior resident on the cardiac telemetry unit, where we cared for 
patients with heart disease who were not sick enough to go to the Cardiac Care 
Unit and for those who were coming in for cardiac catheterization.

One morning I was paged to the Emergency Room to see a patient. As I was 
going down to the ER, a patient arrived on the telemetry unit to be admitted for 
cardiac catheterization. He had an unstable blockage in one of his coronary ar-
teries. Patients like him came to us on intravenous nitroglycerin, which prevented 
them from having a heart attack before your eyes, so when they arrived on the 
unit after a bumpy ambulance ride from the boroughs, we always checked their 
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IVs to be sure they weren’t kinked. It was a rookie mistake not to ensure the IV 
was running, so we did this routinely when patients arrived.

As I was running down to the ER, I asked my intern to check on the new 
patient’s IV. It was after 11 am and he had already “signed out,” but I had to see 
the emergent case downstairs. I can still see the scene vividly. In the middle of the 
unit, across from the nurse’s station and with the patient on the gurney, tended by 
the paramedics, my intern extends his left wrist and points to his watch, telling 
me it was after 11. I don’t recall what I said, but I told him I didn’t care, and that 
he should go check the patient.

When I went down to the ER, I reflected upon what my intern had just told 
me. What had been wrought by the Libby Zion case, her mourning father (Sidney 
Zion) who was a crusading journalist, and a New York State Commission led by 
Bertram Bell, a doctor who did shift work as an ER doctor? Bell’s was a politi-
cal appointment, and he seemed to have been the wrong person to formulate a 
strategy for the longitudinal care needs of patients and how to train young house 
officers. And I told him so.

One of my first exposures to media was a live debate with Bell on Cable NBC 
(now CNBC). We did it again at the Hermann Biggs Society, an elite New York 
City public health association, which generally didn’t admit newly minted fellows. 
I was a curiosity and a paradox. Temporally, I straddled two eras, and I was arguing 
against less work for my generation of doctors because I thought that regulating 
house staff hours, at least as envisioned, was eroding our ethics.

I subsequently wrote about this in a piece entitled, “How Many Hours?” 
(1990), my first piece published in the Hastings Center Report, and I spoke about 
it at a program convened by the New York Academy of Medicine under the aegis 
of David Axelrod, the legendary Commissioner of Health who prompted the Bell 
Commission Reforms (Fins 1991). I argued that if we were going to change the 
sociology of postgraduate medical education, we could not simply limit work 
hours. We also needed to ensure that patients received unimpeded and longitudi-
nal care and that we developed a model of care that made this possible.

Long before more modern notions of the collaborative “medical home,” I sug-
gested that pairs of interns should be jointly responsible for a cohort of patients. In 
contrast to the chaotic coverage model that had on-call interns covering patients 
they neither knew (nor prioritized), I recommended that two interns have joint 
“ownership” of each other’s patients. In this way, when they were covering for 
their mate, they were also caring for patients whom they knew and who knew 
them, much like a group practice. While this was the model eventually adopted 
a decade later, as these reforms went national, the details matter less than the im-
portance of sustaining physicianly obligation in the face of structural changes to 
models of care.

It wasn’t that I was against change. Rather, I felt that there were certain things 
that needed to be preserved in caring for patients. Doctors had an obligation to 
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those entrusted to them, and I felt that these responsibilities should be enduring 
across shifts and generations. Once we started eviscerating this obligation, I feared 
we would erode professionalism and transform medicine.

Medicine was too hard without the moral compass offered by a professional 
ethos. Trainees and young doctors had to believe that it was bigger than yourself, 
as this kept you pointing true north. Around this time, I discovered Edmund 
Pellegrino’s (1979) writing on medical morality and what has been described as 
essentialism, those enduring, unchanging aspects of the doctor-patient relation-
ship that neither evolve with time nor morph when there is a change in how care 
is delivered. 

I really liked Ed Pellegrino and enjoyed the occasions when we met. I admired 
the elegance and indeed the simplicity of his message. He was, for many doctors, 
an ego ideal of the sort of doctor we all aspire to be. And as my own professional 
formation was taking place, much of what he wrote became a touchstone for how 
I wanted to comport myself in my emergent professional life. His world represent-
ed a kind of moral certainty and rectitude that is appealing as one’s own trajectory 
is swiftly making the transformation from the laity to a venerable priestly tradi-
tion. I think that this is why he, among all the first-generation bioethicists, is the 
sentimental favorite of working docs, if they care a wit about our field.

I thought about Pellegrino recently after his death, and when I eulogized him 
before an annual meeting of the American Society for Bioethics and Humanities. 
The opportunity to reflect upon his life rekindled the feelings I had for him and 
the influence of his work on my life. In honoring him, I compared him to nota-
bles like Percival and Osler, who themselves made contributions to ethics in med-
icine (Fins 2014). Linking him to these historically important figures, although a 
well-intentioned honorific, was also an implicit acknowledgment that his views 
belonged to the past. And as appealing as they are, and were to me during my own 
professional evolution, they could only take you so far.

It was at this time I began to realize, if not fully articulate, that one’s develop-
ment in medical ethics did have a time constant, and that it evolved over time. It 
was a stage that I think doctors particularly go through as they get into medical 
ethics. First they find in Pellegrino-like arguments an affirmation of their own 
heightened ethical sensibility. They are comforted by the stability of enduring 
views coming from such a sage and revered commentator. And many stop there 
in their evolution, which is fine. But I could not abide by the conservatism of 
that stance, Pellegrino’s politics aside, and I started to gravitate to a more dynamic 
approach to medicine and bioethics.

It was during the early 1990s, as I was finishing my fellowship in general inter-
nal medicine, starting my career at Cornell, and working part-time as the associate 
for medicine at the Hastings Center, that I was struggling to reconcile my deep 
belief in my profession (what you might call the Pellegrino strand in my moral 
makeup) with the nagging sense that his essentialism was too reified and static to 
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accommodate evolving notions of practice in medicine (Miller and Brody 1995, 
2001). I became fascinated with the emergent field of clinical ethics consultation 
and care at the end of life.

As a newly minted assistant professor of medicine, I had just been appointed 
chair of the New York Hospital Ethics Committee, by David Skinner, who was 
our new CEO. Skinner was the world-class thoracic surgeon who was chair of the 
department of surgery at the University of Chicago when Chuck Bosk wrote his 
epic Forgive and Remember (1979). Skinner was also a good friend of Mark Siegler, 
who I later learned had vouched for me when Skinner was deciding upon my 
appointment (Fins and Gracia Guillén 2016).

 In any case, I was starting up our ethics committee and teaching myself how to 
do ethics consults by the seat of my pants, commuting up to the Hastings Center 
a couple days a week and whenever my call schedule allowed. I went up as often 
as I could, especially when they convened the amazing meetings for which the 
Center was justly known. It was an incredible opportunity for a novice bioethicist 
to meet most of the founders of the field and to connect their words to their faces 
and personalities. I think this has been an amazing advantage, as I do not think it 
is always so simple to separate the man or woman from his or her work.

Besides working with Dan Callahan and Will Gaylin from the Center, to whom 
I will be eternally grateful for the opportunity to join the staff as an associate right 
out of my medical residency, I also had the chance to meet other notables. Those 
initial meetings made an indelible impression and influenced my work over the 
ensuing decades: Bill May on covenant; Al Jonsen on the relationship of ethical 
theory and practical judgment when he presented his classic talk on balloons and 
bicycles which would be later be published in the Hastings Center Report (Jonsen 
1991); and Jim Childress, who was unfailingly kind and took a moment to walk 
over to a rather star-struck novitiate and introduce himself. These meetings, and 
the chance to collaborate with wonderful colleagues like Strachan Donnelley, 
Bruce Jennings, Susan Wolf, Jamie Nelson and Hilde Lindemann Nelson, Phil 
Boyle, Erik Parens, Kathy Nolan, Bette Crigger, and of course Marna Howarth, 
who was the librarian, den mother, and our collective confessor. My birth of bio-
ethics began at the Center, and all these wonderful friends and colleagues helped 
shaped my thinking in ways that still engender deep appreciation. It was the next 
best thing to graduate school, and probably a whole lot more fun.

I simply loved the place and the big table in the library in the Center’s second 
home in Garrison. Everyone had depth in their field and yet was able to talk 
across disciplines in a meaningful way. Today we might call it cross-training, but 
then it was a truly wonderful experiment in interdisciplinarity. And it was familiar 
to me and suited me well. Although I had gone on to medical school and spe-
cialized training, my roots were in the liberal arts and an interdisciplinary major 
in history, literature, and philosophy in Wesleyan University’s College of Letters 
(COL). When asked by Paul Schwaber—one of my professors at Wesleyan, a lay 
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analyst, and Joyce scholar who wrote a wonderful volume on Ulysses (Schwaber 
1999)—what the Hastings Center was like, I said “It was like COL for adults.” It 
was a magical place, and on every drive back to Manhattan, I would have three or 
four ideas rattling around in my head for a new paper or project.

And yet all was not sanguine. As welcome as I felt at the Center, as the clinician, 
I was still an outsider. Back home at the hospital, I was also increasingly seen as 
different from my peers. When I was at the medical center I was the philosopher 
king, and when I was at Hastings I was simply a doc. In truth I was neither—but 
I was trying to bridge these two worlds without clear role models or a path to 
pursue. It all seems quaint in retrospect, now that we have clinical ethicists and 
even emerging qualifying criteria for their practice (Fins and Kodish et al. 2016; 
Kodish and Fins et al. 2013). But back then it was a struggle to have two inchoate 
identities that seemed to have the prospect of a perfect fit, if somehow all the 
pieces could ever come together.

It was an uncertain time in my life, with many powerful mentors expressing 
skepticism about what I was doing when I had a seemingly promising career in 
medicine. One professor of mine, with whom I was teaching house staff at the 
time, pointedly asked me what exactly I planned to do as a medical ethicist. He 
thought I should be a hematologist-oncologist as a way to satisfy my emerging 
interest in end-of-life care. It was a conventional response to my interests, but one 
which I felt would constrain my creativity and not do much to respond to the 
status quo of how patients were cared for at the end of life. So much of what was 
troubling about end-of-life care emanated from how oncologists treated patients 
with solid tumors. Joining their ranks would be to become coopted and silenced 
by pressures that exist from within groups.

To be effective, I needed to use my perch in medicine as a means of critique 
and to be an insider-outsider—not part of a hierarchical group that would silence 
its younger members, but not so far away from the field as to be clueless about 
current practices and their clinical and ethical inconsistencies. That was the plan, 
but it was achieved with a burden that has lingered. As a physician-ethicist, I 
would always be a bit orthogonal to my profession and never fully accepted by 
colleagues, even as I sought to help them find and restore whatever internal mo-
rality existed in the work that we shared. And conversely, as a physician, I would 
never be fully accepted by the good folks in the humanities who had their own 
codes and cultures.

Yes, the life that I had chosen—or that perhaps had chosen me—was that of 
a perennial outsider. Today, we would put a positive spin on it and speak of it as 
being an interdisciplinarian. But back then, an academic refugee. I was always 
looking to find a home, or if need be, create one.

I captured this dynamic in a tongue-and-cheek essay for the Hastings Center 
Report subtitled “Practicing on the Saw Mill River Parkway” (Fins 1995). Before 
we had cellphones, much less smart phones, I traveled up and back to Hastings 
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with a beeper that would invariably go off as I was in the Bronx. With nowhere 
to stop, and with Bonfire of the Vanities fresh in my memory (Wolfe 1987), I would 
wait to answer my page until I was across the border in Westchester. My desti-
nation: a lone payphone in a gravel parking lot just off the Saw Mill Parkway, 
halfway between Manhattan and Briarcliff Manor. That phone booth became the 
metaphor for my intermediate position between Cornell and Hastings and for 
that space between practice and theory.

The phone booth was more than a metaphor. It also suggested that I needed 
to connect the two realms of my life in a fashion that made sense, that was both 
suitably contemplative and actively productive. I enjoyed medicine, and I also 
enjoyed reflecting on practice. I knew it made me a better doctor and teacher, yet 
this sort of thinking was not always valued by my colleagues. It was soft and sub-
jective and—if they had taken a philosophy of science course—was deemed not 
falsifiable, so not valuable. Similarly, my colleagues in the humanities were some-
times so divorced from the harsh and often contradictory realities of everyday life 
in the hospital that they conjured up frameworks that were at best illusory. I once 
heard a colleague at the Center say that we shouldn’t let facts get in the way of 
a good theory. And while the comment was made tongue in cheek with an eye 
towards writing in a strong and convincing manner, without being bogged down 
by extraneous minutiae, there was a different worldview at play, prizing theory 
over context.

I was living a dichotomous existence and needed some sort of heuristic to 
bring these worlds into harmony. Theory and practice were better together. How 
could it be otherwise? And yet, I felt like an exile when with the theorists or 
practitioners. Not to simplify matters, but either I was in the wrong field, or they 
just did not understand.

I needed to find a way to better integrate theory and practice, and at the same 
time make bioethics relevant to shifting currents in clinical practice, such as the 
emerging end-of-life care discussions that were a central issue in bioethics in the 
1990s (Fins 1999a). It was a discordant experience, and I began to deeply appreci-
ate that ethical principles only took you so far. Essentialism and the application of 
principles worked when there was stasis, when there was not a conflict between 
one principle or another. But of course clinical ethics was dynamic, and principles 
came into conflict all the time. It was not enough to assert a list of principles—the 
more critical question was what to do when principles were in conflict, or when 
the prior construction of principles distorted the narrative or marginalized im-
portant details that could be dispositive to normative reasoning.

I remember being struck by the “Specifying and Balancing Principles” section 
in the fourth edition of the venerable Principles of Biomedical Ethics by Beauchamp 
and Childress, just published in 1994, and thinking that this notion would be 
central to my work. I was grateful for their nod to pragmatism and the issue of 
method, when they admitted that “Our pragmatic goal should be a method of 
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resolution that often helps, not a method that will invariably resolve our prob-
lems” (32). I liked their modesty and, more importantly, their call for a method. 
And yet, I did not think that their top-down, deontological a priori focus on 
principles was the method that those of us in the clinic needed. At least that was 
the way principlism had been interpreted and applied in practice, often at odds 
with the more sophisticated and evolved approach that Beauchamp and Childress 
were articulating by the fourth edition of their text.

Yet despite this evolution, more needed to be said about the relationship of 
principles and practice. Of course, principles were important, but how do you 
cultivate the narrative to know which ones applied? And how could you possibly 
know that there were only four principles to choose from, notwithstanding all the 
arguments about the common morality?

Instead, it seemed to me that their deductive reasoning needed an inductive 
corrective: a bottom up approach, in which the details lead to higher level ethical 
reflection. The transition from context to contemplation was very important, as 
a focus on details without a move to a normative meta-analysis rings hollow and 
becomes thoughtless practice. The process was analogous to diagnostic thinking 
in medicine, where the clinical history, examination, and laboratory data lead to 
an organizing diagnosis or even better, a differential diagnosis of plausible theories 
that might organize seemingly random signs and symptoms to explain a patient’s 
illness. A similarly inductive way of thinking would seem to work for clinical 
ethics.

Moving from principlism to a more inductive approach would have the added 
advantage of being a familiar heuristic for medical students and my fellow clini-
cians. It would, I thought, resonate with a method that borrowed from how doc-
tors normally think. And in this way, it would share a degree of sophistication with 
diagnostic thinking and clinical practice that was lacking, at least in the prevailing 
understanding and use of principlism.

I vividly remember meeting with Jack Barchas, Cornell’s chair of psychiatry, as 
I was forming the hospital ethics committee. I was on a “listening tour” to build 
support for my initiative and understand the views of key stakeholders, and Bar-
chas gave me sage advice that continues to inform how I do clinical ethics. I don’t 
recall his exact words, but he told me not to dumb it down. He cautioned against 
conducting clinical discussions of ethics on a lower level than the more sophisti-
cated conversations that might occur over a nuanced diagnosis, or the rather fierce 
discussions that happen at morning report when residents have to defend choices 
about which antibiotics they chose for a patient they admitted the night before in 
front of their peers and attendings. No, he advised me, for them to take you seri-
ously, they need to be challenged by your approach and methods. You can’t avoid 
the mess and complexity, ignore details, or seem to paint a Panglossian picture.

As I was going through this evolution and drifting towards a more pragmatic 
orientation that would blend theory and practice in a dynamic fashion, I was 
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very fortunate to have great colleagues and intellectual reinforcements. Right 
on time, to continue the importance of chronology in my life narrative, arrived 
Matthew Bacchetta, a just graduated masters student from the University of Vir-
ginia’s religious studies and bioethics program. He had been deeply influenced 
by John Fletcher and Franklin G. Miller at UVA and came to work with me the 
summer before he started medical school at Cornell. Matt became the vector that 
connected me to Frank and John and their inspiring work pioneering pragmatic 
methods in bioethics.

Miller, Bacchetta, and I began to develop clinical pragmatism as a method of 
moral problem solving building upon John Dewey’s theory of inquiry (Fins et al. 
1997 ). The approach started with an evidentiary base, cultivated through a disci-
plined method of contextual analysis, and worked its way towards a hypothetical 
resolution of the problematic situation that might involve an appeal to theory. It 
was grounded in precedent when that was governing, but the method could also 
accommodate novelty and evolution (Miller, Fins, and Bacchetta 1996).

Discovering Dewey, and being mentored by Miller—as so many others have 
been—was a transformative time for me. And through our articulation of clini-
cal pragmatism, I began to develop the moral vocabulary I needed to engage in 
normative thinking in the thick of medical practice. It gave voice to what I had 
long thought.

Clinical pragmatism also tapped into long-held intuitions. A couple of years 
ago, when my father moved out of my childhood home, I brought some books 
back to New York. I glanced at my college copy of Aristotle’s Nicomachean Ethics 
and was startled to see marginalia which anticipated so much of what would later 
evolve into clinical pragmatism. Someone once told me that the world was divid-
ed between the Platonists and the Aristoteleans, and I had always been much more 
of an Aristotelean. Notwithstanding the practice of radiology, medicine’s nosology 
always seemed to me to be a lot more like botany than looking at shadows in a 
cave. In discovering American Pragmatism, and refracting it for medicine, we had 
perhaps helped realize Aristotle’s phronesis in a new guise.

These interests found their fullest expression as I became involved in the end-
of-life care debates of the mid- to late 1990s. While others were consumed with 
debates over physician-assisted suicide, I was focused on a right to care and on 
helping patients making the transition from curative medicine to palliative care 
(Fins 2006). I thought the ambivalence of real patients and families was more 
worthy of my attention than the pronouncements of partisans pursuing an ideo-
logical agenda.

Questions of assisted suicide aside, simply dying was easier said than done. De-
spite all the bravado about transforming end-of-life care, the reality on the ground 
was still a challenge. As a clinical ethicist, I was helping patients and families deal 
with ambivalence and its handmaiden, conflict, at life’s end. Generally, they were 
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not concerned about advancing the right to die, but rather grappling with human 
frailty and the heartbreak of loss.

Doing consults in the hospital, and trying to bridge clinical ethics and pallia-
tive care, I saw a need to help patients and families make transitions and engage 
in constructive goal-setting at life’s end (Fins 2006), to avoid corrosive futility 
disputes (Fins and Solomon 2001), and to partake in advance care planning in a 
manner that was more relational than contractual (Fins 1999; Fins, Maltby, Fried-
mann et al. 2005). Central to all these efforts was an attempt to accommodate to 
circumstances which were prompted by the inevitable passage of time. No one 
expressed this better than Paul Cowan, author of the aptly titled An Orphan in 
History (1982), who poignantly observed that “the world is composed of the sick 
and the not-yet-sick” when he was first diagnosed with the leukemia that would 
take his life (Berger 1988).

For Cowan, the transition of past and present was compressed. The passage 
from wellness to grave illness was rapid. He died within a year of contracting 
leukemia. Yet he took advantage of reflecting backwards. He secured that rest-
ing-place that, as Kierkegaard reminds us, is so essential to understand backwards. 
Amidst the chaos of hospitalization and growing infirmity, he was able to opine 
wisely about the sick role that would rob him of middle age. His words are a fine 
writer’s legacy that stand the test of time.

 Most of us never take the opportunity to secure the resting-places that provide 
a refuge along life’s journey, that, like the hospice of the ancient pilgrimages of 
the sick, provide shelter from the onslaught of life. And so I am grateful for the 
scholarly refuge this essay has provided to understand backwards. It is a privilege 
most of us do not have.

These opportunities, when they are recognized, come with a responsibility to 
learn and grow. We are obliged to use these reflections to live forwards, which, as 
Kierkegaard instructs, is what we are compelled to do. We have no other choice: 
Time makes anything else impossible. And so what I have learned perched at 
this way station, this resting-place, from this exercise in self-reflection? Taking 
the measure of my days, I am now convinced that the experience of the sick and 
their healers, our categorization of disease and nosology, the structure of medical 
education and the tempo of a hospital’s daily life all warrant a resting-place for 
temporal reflection.

Time will tell if I am right. But for now, the arc of my life speaks to the need 
to better describe how time informs and structures the practice and experience 
of medicine. So as I live forward and understand backwards, I look to another 
departure, and more time in medicine and bioethics.
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    Giving Voice to Consciousness 

 Neuroethics, Human Rights, and the Indispensability 
of Neuroscience 

       JOSEPH J.     FINS    

         Abstract:     In the 2015 David Kopf Lecture on Neuroethics of the Society for Neuroscience, 
Dr. Joseph Fins presents his work on neuroethics and disorders of consciousness through 
the experience of Maggie and Nancy Worthen, a young woman who sustained a severe 
brain injury and her mother who cared for her. The central protagonists in his book,  Rights 
Come to Mind: Brain Injury, Ethics and the Struggle for Consciousness  (Cambridge University 
Press, 2015), their experience is emblematic of the challenges faced by families touched by 
severe brain injury and the possibility for improved diagnosis and treatment offered by prog-
ress in neuroscience. By telling their story, and those of other families interviewed as part 
of the research for  Rights Come to Mind,  Fins calls for improved care for this population 
arguing that this is both an access to care issue and a civil and disability rights issue worthy 
of greater societal attention.   

 Keywords:     neuroethics  ;   disorders of consciousness  ;   brain injury  ;   vegetative state  ; 
  minimally conscious state  ;   civil rights  ;   disability rights  ;   narrative ethics  ;   neuroimaging  ; 
  deep brain stimulation  ;   narrative ethics      

   Maggie and Nancy 

 I want to introduce you to Maggie Worthen. I share her story with the permission 
of her mother, Nancy Worthen. They were both subjects in institutional review 
board–approved translational research conducted at Weill Cornell Medical College 
and Rockefeller University designed to understand mechanisms of recovery from 
severe brain injury and barriers to care for these patients and families. As part of 
that research I conducted in-depth interviews with more than 50 families touched 
by severe brain injury. I am grateful for their participation and have their consent 
to mention them by name.  1   

 When Maggie was a student at Smith College she had a brain stem stroke that 
extended up into her thalamus. It happened during Senior Week, after she had 
completed all her fi nals. She graduated with her class in absentia, as she was criti-
cally ill, still in intensive care. Her classmates marched in commencement wearing 
little blue ribbons to stand in solidarity with their fallen friend. 

 A video clip shows Maggie using a brain-computer interface that tracks her eye 
movements.  2   In it, bedecked in a neuroprosthesis, she is moving her left eye inten-
tionally downward in response to questions. With the help of technology, she is 

  Editor’s note: “Giving Voice to Consciousness: Neuroethics, Human Rights, and the Indispensability of 
Neuroscience” was delivered as the 2015 Society for Neuroscience David Kopf Lecture on Neuroethics.  

 Acknowledgements: The author is grateful to the Society for Neuroscience and Kopf Industries 
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communicating, no small task for a young woman who was thought to have been 
permanently unconscious and in a vegetative state. 

 If one picture, or video, is worth the next thousand words I will share with you, 
that brief clip captures my morning’s theme: how neuroscience and neurotechnol-
ogy can help a person otherwise sequestered from human community to com-
municate and engage with the outside world.  3   It reveals what we might do and is 
aspirational as well: it illustrates why it morally matters to advance and sustain 
this work. That is, it illustrates how patients like Maggie, considered to be in a 
minimally conscious state, can overcome what has been described as a cognitive 
motor dissociation in which motor output is unable to refl ect what might be going 
on in their head.  4   More simply put, it shows how we can help Maggie—and those 
like her—get outside her head and tell us she is there, communicate whether she 
is in pain and needs help, and even tell the people who love her that she knows 
who they are and that, yes, she loves them too. 

 Those downward eye fl icks don’t look like much, but to get Maggie to that point 
was a Homeric odyssey that overcame social stigma and an indifferent healthcare 
system  5 , 6   and drew on some of the most exciting developments in systems neuro-
science.  7   She couldn’t have done it without the help of neuroscience. 

 Maggie’s story is worth telling because, sadly, it is seldom reproduced, and 
patients like Maggie who are minimally conscious are routinely misdiagnosed 
and placed in what is euphemistically called custodial care.  8   That’s inhumane 
and unjust and a national scandal that we need to correct. We can, and must, 
do better, and neuroscience is beginning to provide the tools we need to make 
this possible. 

 The question is, will this fl edgling area of neuroscience be sustained? And if it 
realizes its full potential, will society be ready for its consequences and its poten-
tial to reshape what we owe people on the edge of consciousness? 

 I have faith in my scientifi c colleagues and what they might achieve, but I am 
less certain that society will embrace the civil rights of these individuals.  9 , 10   That 
struggle needs to begin now, as this science progresses, lest we lose the opportu-
nity to make a real difference in the lives of patients and families touched by severe 
brain injury. To start that journey, though, we need to understand why society has 
come to neglect patients with severe brain injury.   

 Brain Injury and the Right to Die 

 This issue is a tangled story at the core of the emergence of modern American 
bioethics, which has been predicated on the centrality of patient self-determination 
and choice.  11   Those choices took root in issues related to reproductive choice and 
decisions about how we die, ensconced in two landmark cases:  Roe v. Wade  in 1973 
and the Karen Ann Quinlan case in 1976, which centered on the right of Julia and 
Joe Quinlan to remove life-sustaining therapy from their daughter, who was in a 
persistent vegetative state.  12   

 The persistent vegetative state was fi rst described in 1972  13   by Bryan Jennett, 
the Scottish neurosurgeon also known for the Glasgow scales,  14   and Fred Plum, 
the North American neurologist also known for describing the locked-in state.  15   
Fred was my teacher, and later a colleague. 

 Jennett and Plum described the vegetative state as a state of wakeful unrespon-
siveness in which the eyes are open but there is no awareness of self, the environment, 
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or others.  16 , 17   Vegetative patients exhibit nonpurposeful behaviors such as sleep/
wake cycles, blinking, eye movements, and even the startle refl ex, but they are 
neither conscious nor self-aware. Despite their confounding eyes-open state, they 
are neither cognizant of others nor aware their environs. Their functions result from 
autonomic brain stem function. 

 The vegetative state was central to the evolution of the right to die and was a 
pillar of American bioethics, which was predicated on an evolution of the con-
cepts of self-determination and autonomy in which the right to die evolved as a 
negative right to be left alone.  18   The withdrawal of care was justifi ed in these futile 
cases based on the loss of one’s cognitive, sapient state. 

 This logic was at the core of Judge Hughes’s decision to permit the removal of 
Ms. Quinlan’s ventilator. He cites the testimony of Dr. Plum, the court-appointed 
physician, as he distinguishes the ethical and legal signifi cance of differential levels 
of brain function:

  It was indicated by Dr. Plum that the brain works in essentially two 
ways, the vegetative and the sapient. . . . We have no hesitancy in decid-
ing . . . that no external compelling interest of the State should compel 
Karen to endure the unendurable, only to vegetate a few more measur-
able months with no realistic possibility of returning to any semblance of 
 cognitive or sapient life .  19    

  Although there is an inherent paradox in that argument—in that it asserts that the 
vegetative state is neither cognitive nor sapient and yet is still unendurable—the 
decision was of signifi cant importance. It established a right to die, launching a 
movement that has continued to this today. For our purposes, it is critical to note 
that the right to die was birthed in the context of severe brain injury and that asso-
ciation has lingered and deepened.  20 , 21   

 Over the ensuing years since  Quinlan  in 1976, North American physicians 
became acculturated to a right to die.  22   The vegetative state became the ultimate in 
medical futility. Nothing can or should be done for these patients. The image was 
of the vegetative brain described in the  New England Journal of Medicine  autopsy 
report of Quinlan: a brain that was a gelatinous gel, half the weight of a healthy 
brain.  23   This was not the substrate for cognition, sapience, or recovery. 

 Since Quinlan, the vegetative state has been at the epicenter of the right to die.  24   
It fi rst appeared in the 1990 landmark  Cruzan  case, in which the U.S. Supreme 
Court held that competent adult patients could refuse life-sustaining therapy 
and that states could establish evidentiary standards to determine an incapaci-
tated patient’s prior wishes.  25   Justice O’Connor’s opinion also inspired Senators 
Danforth and Moynihan to draft federal legislation about advance directives,  26   the 
Patient Self-Determination Act,  27   further linking the vegetative state to the right to 
die. And then in the contentious dispute over Terri Schiavo,  28 , 29 , 30 , 31 , 32   the fate of 
the right-to-die movement hinged on the accuracy of that woman’s diagnosis, fur-
ther associating the vegetative state with questions of life and death. A cover from 
 U.S. News and World Report  attests to the association, asking prominently what Schiavo 
means for “life, death and politics.”  33 , 34   

 But this was only part of the story. As important as the futility of the permanent 
vegetative state was to the establishment, and sustainability, of the right to die, it 
became increasingly clear that the futility of the vegetative state was overgeneralized 
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to other patients with severe brain injury. This development was, in part, respon-
sible for a pervasive medical nihilism toward these patients.  35   This became espe-
cially worrisome when a new group of patients began to emerge who resembled 
vegetative patients but did not quite follow their trajectory.  36   Nestled within the 
vegetative state was a subset of patients who had a condition that did not yet have 
a name.  37   

 At the bedside, these patients appeared vegetative, but they were not. Some of 
these patients got better and regained consciousness, sometimes years and decades 
after being in what was thought to be a vegetative state. As we came to realize, 
these patients, like Maggie Worthen, were in a minimally conscious state. 

 The minimally conscious state (MCS) was fi rst described in a 2002 paper in 
 Neurology .  38   Based on the Aspen criteria, a minimally conscious state is a state 
distinct from a vegetative state in which patients are conscious. Minimally conscious 
patients demonstrate intention, attention, and memory. They will say their name, 
track a person who enters the room, or grasp for a cup. The challenge is that they 
manifest these behaviors unreliably and episodically. If asked to repeat a behavior 
for a clinician called to see the patient by the family, chances are that—because of 
the biology of the condition—the behavior will not be repeated. 

 Of course, this creates a problem for families who make observations that are 
not reproducible. Clinicians will write such observations off as denial or wishful 
thinking. And of course that may be so.  39 , 40   But there is another possibility that is 
wholly consistent with the circuitry of the MCS, which is intact but not always 
active. That the network or circuit has the potential to work distinguishes a MCS 
from a vegetative state, in which networks are permanently destroyed. The MCS 
is a condition of potentiality, with the substrate retaining both a structure and a 
function capable of potential activation.   

 A Galenic View of the Injured Brain 

 That we have had a hard time changing our views about the immutability of the 
brain should come as no surprise. This idea is not just the product of the modern 
era but a view that has ancient origins. Going back to Hippocrates, medicine has 
been rather confl icted—if not nihilistic—about severe brain injury. 

 But there is an alternative vision, as depicted in a ceiling panel from the Montreal 
Neurological Institute designed by the great neurosurgeon Wilder Penfi eld.  41   
Against the backdrop of Golgi cells is an early symbolic depiction of the brain and 
hieroglyphics. In Greek around the inner circle is a quote from Galen refuting a 
Hippocratic aphorism asserting the dire nature of brain injury. Against this claim, 
Galen asserts, “But I have seen the injured brain healed.”  42   

 And so have I.  43   
 Indeed, if there were a game changer that affi rmed the Galenic versus the 

Hippocratic school on brain injury, it would be the case of Terry Wallis in 2003.  44   
Then a 39-year-old, Wallis had been in a “coma” since a car accident in 1984. 
In July 2003, 19 years later, he had a “miracle awakening.” He started to speak, 
saying, “Mom” and “Pepsi” and gaining greater fl uency over the ensuing weeks. 
But he was stuck in time, much like Augustine’s eternal present. For him, it was 
still 1984, when he had his accident. Ronald Reagan was still president of the 
United States.  45   A modern-day Rip Van Winkle, his story gained international 
media coverage.  46   
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 Wallis had been thought to have been vegetative, but a review of the medical 
record revealed that, for the past 19 years, he had been not vegetative but, rather, 
in a minimally conscious state.  47   For the fi rst 18 years after his injury, he was in a 
diagnostic category that did not exist until the Aspen criteria of 2002. But a review 
of his history—and interviews with his family—suggests that he became minimally 
conscious several months after his brain injury.  48   

 Years later, Mrs. Wallis told me a haunting story from the early 1990s, which 
I recount in my book,  Rights Come to Mind: Brain Injury, Ethics and the Struggle for 
Consciousness .  49   Wallis was in his bed overnight in a nursing home in Arkansas. 
The nurses found him in the morning upset and with his eyes wide open. Of course, 
vegetative patients are not supposed to emote or respond to their environment, 
but the nurses who saw him must not have read the medical texts. They saw he 
was upset and called his mother to console him. 

 The details of what happened are unclear, but Terry’s roommate in the nursing 
home, an elderly patient with dementia, had evidently strangulated himself in his 
sheets. Terry had been aware of this, and his awareness violated the diagnosis of a 
vegetative state. Mrs. Wallis told me:

  One of the aides called me from work one morning and told me she was 
not supposed to do that but . . . that man had passed away that night, and 
that it had bothered Terry. . . . I needed to be down there. . . . [When she 
arrived] Terry was lying there with his eyes open wide, he would not go 
to sleep, I mean he was making no noise at the time. But I stayed there 
with him most all the day until he fi nally went to sleep. So I don’t know 
what he saw, but I know he saw something. And I know it had,  now , I knew 
then it had to be something that was really bad.  50    

  Terry would have to wait more than a decade for a diagnosis that would 
accommodate his true condition.  51   He was minimally conscious and capable of 
the awareness that his mother suspected before there was a diagnostic category 
that would accommodate his brain state. 

 And as striking as that narrative is the neuroimaging of his brain. It had, as 
Galen suggested, begun to heal. Diffusion tensor imaging done at Weill Cornell 
and published in the  Journal of Clinical Investigation  indicates a dynamic, changing 
brain.  52   My colleagues identifi ed possible axonal sprouting, new axons connecting 
remaining neurons, and their eventual pruning, recapitulating what occurs in the 
developing, maturing brain.  53 , 54     

 Cortical Integration and the Minimally Conscious State 

 In functional imaging, an MCS brain looks different than a permanently vege-
tative brain. This potentiality resides in the presence of intact neural networks 
and the ability of the brain to act in an integrated fashion. This contrasts with 
the disintegrated physiology of the vegetative state, in which brain networks 
are disrupted. 

 This distinction is seen in the work of Steven Laureys of Liege, in which he uses 
neuroimaging to illustrate a differential response to painful stimuli in vegetative 
subjects versus normal controls. In the vegetative subjects, only the primary sen-
sory area is activated. In contrast, the entire pain network, with associated cortical 
areas, is activated in normal subjects.  55   
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 In contrast to patients in a vegetative state, MCS patients demonstrate func-
tional integration of their brains through  network activation in response to language.  
A landmark study done by Schiff and Hirsch in 2005 showed that MCS patients 
selectively activated a network response when exposed to narratives recorded by 
loved ones. When these narratives were played backward, with the same frequency 
spectrum, network activation did not occur.  56   

 This had profound moral signifi cance to me and was the neuroimaging corre-
late to what Terry Wallis experienced in that nursing home decades ago.  57   It sug-
gested, as I remarked in the  New York Times , that these patients were responding to 
language, a fi nding of exceptional scientifi c and normative importance.  58   It also 
showed their potential for profound isolation, because we had been treating them 
as if they were exiled from the human community, when in fact they were respon-
sive to language. 

 The story became more complex in 2006, when Adrian Owen and colleagues 
published the case of a 23-year-old patient who had been determined to be in 
a vegetative state by  behavioral  criteria. However, the patient responded to active 
stimulation, was able to imagine walking through her house and playing tennis, 
and could distinguish similarly sounding words.  59   In response she activated 
motor, spatial, and linguistic networks. In response to this discordance between 
the clinical exam and what was discerned through neuroimaging, I suggested 
with Schiff that we refer to this category as the  nonbehavioral  minimally conscious 
state.  60   

 More recently, in 2010, Martin Monti and colleagues utilized the active stimula-
tion paradigm developed by Owen and toggled these network responses to yes/no 
responses.  61   In this way, a communication channel was established with a patient 
who until that time was thought to be vegetative. Although this patient was later 
determined to demonstrate behavioral evidence of consciousness when tested again 
with the coma recovery scale—revised (CRS-R),  62   the Monti paper was remark-
able on two counts: its use of neuroimaging both as a neuroprosthetic and as a 
diagnostic tool that identifi ed as conscious a patient otherwise thought to be veg-
etative. Although the CRS-R remains more sensitive as a diagnostic tool, for the 
one patient who was fl agged as conscious by neuroimaging, this additional diag-
nostic information was pivotal. 

 Maggie participated in an active paradigm study at Weill Cornell. Knowing that 
she was as swimmer, we asked her to imagine herself swimming instead of play-
ing tennis.  63   She too demonstrated a response consistent with healthy volunteers 
in response to command following. This neuroimaging helped Nancy convince 
her friends and neighbors that Maggie was there. As she put it, people “are thinking 
about her differently.”  64     

 Pathways and Barriers to Recovery and Care 

 The challenge is that, as we come to apprehend the science of disorders of conscious-
ness, patients face the challenge of having dynamic brain states as they traverse a 
rather static and unresponsive healthcare system.  65   

 The temporal evolution of these brain states is complex,  66   and this biological 
trajectory presents challenges when admixed with the sociology of modern health-
care.  67 , 68   In the acute care setting, patients who may have the potential for addi-
tional recovery are often subject to premature decisions to withhold or withdraw 
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life-sustaining therapy before they have declared themselves prognostically.  69   
Families are also approached to consent for potential organ donation.  70 , 71   

 Families must navigate a maze of diagnostic terminology and prognostic uncer-
tainty. Making choices about end-of-life care is complex because the loss of con-
sciousness in severe brain injury is quite distinct from that associated with end-stage 
terminal disease. It may lead to brain death, but it also might be the fi rst step in 
recovery. 

 Nancy recalls agreeing to a do-not-resuscitate order for Maggie but having sec-
ond thoughts about the desirability of organ donation as her daughter improved. 
She told me:

  But then there was another moment, I think I was making a different 
decision, maybe it was when I was going to do the rehabilitation route 
[when the organ transplant people returned]. They came back and the 
social worker kind of pulled them away like dogs, “Get away from her.” 
It was sort of a strange moment, because I was so vulnerable that I just 
was like, “What are you talking about? Get away from her.” . . . It was 
diffi cult.  72    

  Patients are perhaps the most vulnerable when they are not yet in a permanently 
vegetative state and are discharged from the hospital to lower-acuity settings where 
they surreptitiously move into the minimally conscious state  unnoticed  because the 
behaviors that make the distinction are episodic and not reproducible.  73   

 Indeed, a paper by Schnakers et al. revealed that 41 percent of patients in an 
international cohort of brain-injured patients diagnosed as vegetative were in fact 
found to be minimally conscious  74   when assessed using the metrics of the coma 
recovery scale developed by Joseph Giacino.  75   This error rate, which is consistent 
with previous studies, is alarming and demonstrates the complexity of the state 
and a lack of diffusion about emerging diagnostic categories as well as a lingering 
nihilism when it comes to brain injury. 

 I want to bring to your attention another aspect of temporality about MCSs that 
has profound ethical implication: there is no time correlation between the proba-
bility of emergence from a MCS and the amount of time one is in that state.  76   

 As Lammi has noted, there is a low correlation coeffi cient between the dura-
tion of a MCS and the outcome measure, and this suggests that prognostic 
statements about the length of time a person is in a MCS cannot be made with 
confi dence.  77   This creates tremendous prognostic uncertainty, as well as poten-
tiality. This tenuous mix means that once a patient is in a MCS, he or she has an 
ongoing possibility of emergence. We just cannot predict if it will occur, or when 
it will happen. 

 This latency related to recovery and its time course has profound implications 
for families as they wait expectantly for a recovery that may or may not occur. 
A most moving story is that of Don Herbert, a fi reman from Buffalo, New York, 
who was not part of our cohort but was the subject of a book by Richard Blake.  78   
Herbert was in a house fi re on December 29, 1995, when he suffered what was 
thought to be anoxic brain injury but was more likely traumatic, which as we have 
said has a better prognosis. He was struck on the head by a roof beam after being 
hyperventilated by his oxygen mask. In early 1996 he had some rare speech. Then he 
became quiescent and seemingly vegetative for the next nine years.  79   
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 Then, in 2005, he regained fl uent speech. Here is what I wrote about the case in a 
 JAMA  book review.  80   The nurses at the nursing home where he resides are stunned 
and call Linda Herbert, his wife, on her cell phone. She in turn calls her teenage son 
and instructs him to call his father’s room so as to maintain contact to keep him from 
slipping away again as she rushes over in her car. Imagine the pathos of the young 
boy told to call his father because he was  talking , after all the years of silence. But 
Linda did not want to lose her husband again and wanted her son to keep that tenu-
ous thread from another irreparable rupture. When Nicholas calls his father,

  Herbert is incredulous that the teenage voice is his little buddy, Nicky. 
“This isn’t Nicholas—he’s a baby, he can’t talk!” Nick responds to his 
Dad, “I can talk. . . . Do you know how old I am?” He tells him, “I’m 
thirteen.’ Don responds with a vernacular, “Holy . . .” 

 The spicy response encapsulates the missed years and fl ashes of the 
fi reman’s personality. The conversation concludes with Don telling his 
son he loves him. Later, Linda asks how Don sounded. Nicky reminds her, 
“I don’t know. I can’t remember ever hearing him speak before.” 

 For nearly 16 hours Don is back talking with friends and family. 
 There are echoes of Joyce’s  Ulysses , that literary day in Dublin which 

became a microcosm for an entire lifetime. Elation is mixed with Don’s 
fatherly guilt, “I’ve been gone a long time . . . ”  81    

  What is truly remarkable about Herbert’s reaction is that he knows who he 
is and feels that he failed his family. He retained a father’s sense of obligation 
and responsibility, even though his absence was not of his own doing. He had 
been there, even as he was abandoned by the healthcare system and was receiv-
ing custodial care in a nursing home until an earnest physiatrist took an interest 
in his situation and administered a mix of agents that activated intact but until 
then dormant neural networks consistent with a MCS.   

 Rehabilitation and Access to Care 

 What is especially tragic about Don Herbert’s case is that it lay unattended to for 
nine years, beyond the reach of rehabilitation, despite the entreaties of his wife, 
who wrote to medical centers all around the country asking for help.  82   Her valiant 
quest was emblematic of the challenge that patients and families face in getting 
timely and competent neurorehabilitation and having it reimbursed. 

 Our reimbursement system, and the clinically constraining construct of “medical 
necessity,”  83 , 84   is predicated on the demonstration of overt behavioral improve-
ment and the achievement of practical results.  85   Although this improvement 
standard was the subject of a class-action lawsuit in  Jimmo v. Sebelius  and led to a 
reform of the Medicare policy manual,  local care determinations  on the ground are 
still predicated on patients showing behavioral improvements.  86 , 87 , 88   This can be 
an oxymoron in patients whose recovery may be happening in their heads before 
being manifested behaviorally. 

 Maggie, like pretty much all the individuals I interviewed, ran into this challenge, 
which compromised her care and her prospects for improvement. Nancy told me:

  You know how there’s those rules about you only get physical therapy 
if you progress from one level to another in a certain number of days. 
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So obviously someone who is minimally conscious is less likely to suc-
ceed in those categories even though they might need physical therapy. 
 Those benchmarks don’t work for people who are not conscious . But they’re still 
used.  89    

  Put more bluntly, brains only recover slowly by reimbursement standards, not 
biological ones. In that context, they are just on time. We have to reset that clock . . . 
to tap into the resilience and potentiality of patients in a MCS.  90 , 91     

 Toward a Therapeutics of Disorders of Consciousness 

 At an exploratory meeting at the Institute of Medicine we raised these ques-
tions about the resilience of the MCS brain and potential therapeutic interven-
tion.  92   Three basic pathways have emerged to tap into the latent network-based 
capabilities of MCS patients: drugs like amantadine and zolpidem, which 
can alter brain states and/or accelerate the pace of recovery of consciousness; 
as we have seen, the use of neuroimaging as a neuroprosthetic communication 
channel; and, perhaps most dramatically, our use of deep brain stimulation 
(DBS). 

 Because I was a coinvestigator in the use of DBS in MCS, I would like to focus 
on our study published in  Nature  in 2007.  93 , 94 , 95   I was responsible for designing 
the ethical framework, identifying the target population to achieve the proper 
balance of innovation and proportionality, and addressing the challenge of sur-
rogate consent for a Phase I intervention in a patient who could not provide 
consent.  96 , 97 , 98 , 99 , 100 , 101 , 102 , 103 , 104 , 105   

 I argued that we should not confl ate the inability to obtain consent from the 
decisionally incapacitated with disrespect for personhood when the object of 
the intervention is the restoration of the very communicative ability central to the 
restoration of agency.  106 , 107   I also insisted that, should a subject regain decision-
making capacity because of our intervention, they should be reconsented to provide 
continued authorization for study enrollment.  108   Our work was approved by mul-
tiple institutional review boards and was done under a new investigational device 
exemption under the U.S. Federal Food and Drug Administration.  109 , 110   

 The subject of the study was a 38-year-old, right-handed man who had sus-
tained a closed head injury following an assault six years prior to entry into study. 
He had sustained blunt trauma to the right frontal lobe, which produced bilateral 
subdural hematomas (right > left) with signifi cant mass effect; had subfalcine 
and central herniation; and had an initial score of 3 on the Glasgow Coma Scale. 
He transitioned into a MCS, two to three months after injury and had a stable base-
line since, with his highest functional level being inconsistent command following 
with eye movements.  111   Bilateral electrodes were inserted into the intralaminar 
nuclei of the thalamus because of its central position: it both projects down into 
the brainstem, which was necessary for arousal, and has widespread projections 
across the cortex as the more primitive brain.  112   

 We tracked cognitively mediated behaviors like speech, limb control, and 
oral feeding. With stimulation he could say 6- to 7-word sentences, recite the 
fi rst 16 words of the American Pledge of Allegiance, and tell his mother he loved 
her. For the fi rst time, he could eat by mouth and was not dependent on a feeding 
tube. He also had improved limb control. All of these developments correlated 

http:/www.cambridge.org/core/terms. http://dx.doi.org/10.1017/S0963180116000323
Downloaded from http:/www.cambridge.org/core. Cornell University Library, on 05 Oct 2016 at 15:09:56, subject to the Cambridge Core terms of use, available at

http:/www.cambridge.org/core/terms
http://dx.doi.org/10.1017/S0963180116000323
http:/www.cambridge.org/core


Joseph J. Fins

592

with stimulation. This was the fi rst demonstration of proof of principle that DBS 
could promote late recovery in severe traumatic brain injury.  113   

 Like most innovations, what we accomplished was what the late Lewis 
Thomas, physician and essayist, called a “half way technology” that “amelio-
rates but does not eliminate” a problem.  114   In this case, what was achieved was 
 mind from brain  and the restoration of personal agency via a neuroprosthetic 
device. The restoration of agency was vividly displayed one hot summer day 
posttrial when we were doing stimulation parameters. The subject, now a patient, 
was getting tired, and one of the therapists asked him if he wanted to stop. He said 
yes and we did.  115 , 116   

 This event almost went unnoticed until I noted that the patient was now at some 
level directing his care, when before he was totally reliant on surrogates. To me it 
was vindication of our study design, which would have required that a patient 
who regained capacity be reconsented for study inclusion. Although this interaction 
was not at the level of formal consent and refusal, because he could not initiate 
queries, it was at the level of assent and dissent. 

 That moment encapsulated what had been accomplished. Through a neuropros-
thetic device, functional communication had been restored, and with communication 
we had restored community, placing this subject back into the nexus of relation-
ships that had informed his life before his injury.  117     

 Crying for Cory 

 Of course the work has not been without its critics, including colleagues in medical 
and neuroethics. The argument goes like this: we have now made a person more 
aware of his defi cits and the horrors of his compromised existence. One commen-
tator, Grant Gillet, in a paper provocatively entitled, “Minimally Conscious State, 
Deep Brain Stimulation and What Is Worse than Futility,” asserts that our DBS in 
MCS work resulted in a “risk of unacceptable badness.”  118   

 Of course we worried about what we did. We worried a lot and took some solace 
in the fact that neuromodulation could be reversed. The stimulator could be turned 
off if need be.  119   And, I must admit, I was myself frightened about the moral con-
sequences of what we did when Corinth Pecco, the mother of Greg Pearson, the 
young man who was the subject in the  Nature  paper, told me Greg was depressed.  120   

 With Ms. Pecco’s permission, I want to share a story that has stayed with me 
since she related it to me, as a participant in our narrative study. When asked if 
this has been a “good chapter,” she told me, “Yes, it has.” Before the surgery, “you 
don’t know how he feels, because in six years he didn’t say a word. He never 
opened his mouth to say anything. . . . Now to have him say words. . . . . These are 
things he couldn’t do before.” Her impressions are recounted in my volume  Rights 
Come to Mind: Brain Injury, Ethics and the Struggle for Consciousness .  121   Ms. Pecco 
continues:

  “He [Greg] was crying one day I was visiting him and I said, ‘Greg why 
are you crying?’” 

 “He says, ‘I’m crying for Cory.’” 
 Innocently, I asked, “Who’s Cory?” 
 “ That’s his brother . That’s his brother that does not come to see him, 

that’s in denial.” 
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 Corinth’s analysis, “And even I started crying because here he is, he’s 
aware, he knows what’s going on.” To the surprise of his mother, Greg 
remembered he had a brother and knew that he had not come around to 
visit. The brief comment that he is crying for Cory, suggests memory and 
implies that he is hurt. And perhaps even that Greg is crying because 
Cory is grieving for his brother. It is a comment pregnant with meaning 
and one that begs caution for any commentator who assumes that they 
know the latent content of this discourse without knowledge of its con-
text and provenance. To engage in precipitous analysis would be to again 
silence patients like Greg after they had regained voice. 

 Corinth repeats herself, “So for him to say that day, I said, ‘why are you 
crying?’ He says, ‘I’m crying for Cory.’” 

 Greg said it “plain” and softly and “not as loud as I’d like to hear him.” 
Both in tone and substance, there was sadness in Greg’s voice and Corinth’s 
recounting. The repetition is to remind herself that Greg’s comment sug-
gests a level of understanding that his laconic speech does not fully convey. 
Here is a person embodied in that soft-spoken voice with a full repertoire 
of sentiments. Greg is keenly feeling the absence of a brother he still loves. 

 And his recollection of Cory prompts another admission, the possibility 
that Greg misses others too. Then, Corinth tells me, “I’m sure he misses 
[Cory], and he has a daughter that does not come to visit him.” 

 By this point, I had known Corinth for a couple of years and did not 
know that Greg had a child. But all of a sudden, his ability to communi-
cate had opened the door to the fullness of his relationships. Once again, 
he has been placed squarely in the room and into the nexus of his family, 
including his daughter Tamika.  122    

    A Right to Consciousness 

 Even when I was a medical student there was not much that could be done for 
patients so gravely injured. We would brush them off with a, “So, what?” But now 
there is the emergence of a “so,” so we must ask ourselves what we are going to 
do, both diagnostically and therapeutically. 

 This is more than an insurance issue, though it surely is that as well. We must 
affi rm the recognition and engagement of consciousness as a civil right,  123 , 124   as a 
right that is fundamental and neither discretionary nor a mere entitlement. Instead, 
we must realize that it is an ethical imperative to view consciousness, when it is 
present, as a civil right.  125   

  This is the civil rights agenda for our generation . We must embrace those who have 
too long been cast aside. We must acknowledge that patients who are minimally 
conscious must be properly diagnosed, because it is simply wrong to segregate 
brain-injured but conscious people from those who know them and love them by 
keeping them in chronic care facilities far from their homes and without diagnos-
tic accuracy. And it is equally wrong to deprive them access to proper rehabilitation, 
emerging drugs, or neuroprosthetic interventions that might foster their recoveries 
or ability to engage with others.  126   

 To perpetuate patterns of neurosegregation—and I use that word with grave 
intent—that is, to segregate these people, given what we now know about the 
potential of the minimally conscious patient, is simply unethical. It is unethical 
because it is cruel to deprive a conscious individual the opportunity to experience 
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human companionship and community. That possibility is extinguished when 
consciousness—that spark of personhood on which our collective relationships 
hinge—is overlooked or ignored. When that happens, consciousness might as well 
be extinguished. 

 Whether it is snuffed out through an error of omission or willful neglect, the fail-
ure to properly diagnose consciousness or sustain its emergence is not an option 
but a moral obligation. It is a responsibility that makes engagement possible. For 
with a failure to identify a person as conscious there is no reason to try and com-
municate. And with that omission comes a failure to engage and continued exile 
from the human community, which is marked by shared communication. Just con-
sider the following thought experiment: imagine yourself in the bed, mistaken 
as unconscious when you are not, perhaps barely recognizing the maternal gaze 
directed toward you, as you are unable to convey evidence of your presence. 
Simply stated, without being properly identifi ed as conscious, these patients will 
not be as fully integrated into society as might be possible. Instead, they will con-
tinue to be segregated and set apart from others with whom they might have been 
able to relate. 

 The importance of such integration is a point stressed by the 2006 UN 
Convention on the Rights of the Disabled. That venerable document clearly states 
that persons with disabilities should “have access to . . . support services . . . 
necessary to support living and inclusion in the community, and  to prevent isolation 
or segregation from the community .”  127   We can no longer view the medical needs 
of persons with disabilities—especially any technological advances that might 
restore their ability to be reintegrated into society through the provision of voice 
and the ability to make contact and communicate with others—as discretionary; 
rather, we must see them as compelling. Here the holy grail, the realization of 
the UN Convention and the Americans with Disability Act,  128   is reintegration 
through the restoration of functional communication. With it comes the ability 
to rejoin the community.   

 Technologies and Capabilities 

 Inviolable access to neuroprosthetic technology, and enabling medical care and 
rehabilitation, can also be asserted through a capabilities argument, a discourse 
that in some respects has superseded more traditional appeals to human rights. 
The capabilities approach was advanced by Chicago’s Martha Nussbaum  129   and 
the economist and Nobel Laureate Amartya Sen,  130 , 131   who wrote of the limitations 
of negative rights if their achievement did not suffi ciently result in justice. Sen 
argues that something more instrumental is needed to link right to constructive 
action and the  capability  to do something, to function, to achieve a good or fulfi ll a 
need—or, in the philosopher Sridhar Venkatapuram’s more recent formulation, 
to fulfi ll a goal.  132   

 Access to neuroprosthetics has an essential moral quality because it establishes 
an inherent human right or, better yet, fosters capability—the capability to use 
communication to form and be part of the human community. Guaranteeing 
access to neuroprosthetics, drugs, devices and rehabilitation allows us to embrace 
the dispossessed so that once again they might enjoy the warmth and solidarity of 
human companionship, experiences grounded, in large part, on the restoration of 
voice and functional communication. 
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 In short, this issue becomes an argument in favor of integration over segregation.  133   
If individuals who might be able to communicate are denied the resources to do so, 
they are then denied access to being maximally integrated into society. This makes 
you, the neuroscience community,  indispensable . 

 These people, our fellow citizens, cannot do this without your talents and hard 
work. This is as much a scientifi c challenge as a moral calling. And I hope you will 
do all you can to make a difference that makes a difference. 

 Here are three things that should be at the top of our agenda of inclusion: First, 
we need to establish medical  parity  and basic levels of medical care for patients 
with disorders of consciousness, with ongoing clinical evaluation that refl ects 
their progression from injury to recovery. This starts with the establishment of an 
ICD code for the minimally conscious state. This includes neuropalliative care, 
pain and symptom management,  for patients who can’t tell you they are in pain or 
emotional distress.  Second, we need more science to better understand cognitive 
motor dissociation and how to overcome it with neuroprosthetics, drugs, and 
rehabilitation. Finally, we need to ensure that people in a minimally conscious 
state are fully enfranchised under the Americans with Disabilities Act so they can 
gain the protection of the law.   

 In Memoriam 

 This agenda comes too late for Maggie, who died on August 2, 2015, at the 
age of 31. She did not benefi t from this agenda, but she had a loving mother 
who was her devoted advocate. Maggie and Nancy created a new life together. 
Among their new joys was painting in tandem. A depiction of a sunfl ower 
that they painted together adorned the program at Maggie’s memorial on 
August 29. This lecture is dedicated to her memory.      
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Finding signs of consciousness among  
severely brain-injured patients is medically 

challenging—and morally imperative 

In 

By Joseph J. Fins and Nicholas D. Schiff 
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We both stood anxiously at Mag-
gie Worthen’s bedside, trying to 
determine if this 23-year-old pa-
tient might be able to communi-
cate with us. Nearly two years had 
passed since the cataclysmic stroke 
that left her almost entirely para-
lyzed. We asked her if the woman 
at the foot of her bed was her mom 
and instructed her to look down if 
the answer was yes. We waited, 
watching Maggie carefully. After 
several seconds, she replied, gaz-
ing slowly downward with her left 
eye. The movement was subtle but 
deliberate—a clear response, full 
of meaning and emotion.

It was a stunning breakthrough. Most 
of the doctors who treated Maggie after 
her stroke thought she was in the vegeta-
tive state, a condition in which people’s 
eyes are open, but they have no awareness 
of themselves, others or their surround-
ings. Such patients are normally viewed 
as lost to their families and unable to re-
cover. One doctor, though, had diag-

nosed Maggie as being in the minimally 
conscious state (MCS), in which people 
show inconsistent signs of awareness, 
such as responding to their name one day 
but not the next. This observant doctor 
had noticed that sometimes—but only 
sometimes—Maggie tracked moving ob-
jects with her left eye.

So Maggie and her mother, Nancy, 
traveled to see us at Weill Cornell Medi-
cine in New York City, where we have 
been investigating how the brain recov-
ers from what are known as disorders of 
consciousness. This label encompasses a 

range of states, including coma, the veg-
etative state, MCS and so-called locked-
in syndrome [see box on next page]. 

Nancy agreed to let Maggie partici-
pate in our research and also to let us tell 
their story here. Over the course of Mag-
gie’s evaluation, Nancy learned that her 
daughter was indeed conscious and that 
she knew who Nancy was. Armed with 
that information, Nancy was able to get 
Maggie greater rehabilitative care. 
Mother and daughter pursued speech 
and art therapy. And before Maggie’s 
death in August 2015 from complica-
tions related to pneumonia, she was re-
gaining some ability to interact and had 
even spoken a few words—something 
that would have never been possible had 
Nancy accepted the initial verdict that 
her daughter was in the vegetative state. 

Maggie’s case frames many of the 
ethical and scientific challenges we in 
the medical community and society at 
large face when it comes to patients who 

W
A stroke left Maggie Worthen in a minimally conscious state, but she regained a limited 
ability to communicate and even paint—with hand-over-hand help from her mother, Nancy. 

FAST FACTS
MAKING CONTACT 

nn Patients with disorders of consciousness, including those in the so-called minimally conscious 
state, are often presumed to be in a permanent vegetative state—an error that limits their 
access to rehabilitation and any chance at recovery.

no These patients can be difficult to identify because their awareness of themselves, others and 
their surroundings breaks through only episodically and inconsistently.

np Interventions that stimulate the brain networks involved in consciousness, though, are helping 
some severely brain-injured people regain the ability to communicate.
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appear unconscious or barely responsive 
but might still harbor high-level cogni-
tive function. Historically, these individ-
uals have been relegated to nothing more 
than “custodial care,” but we now have 
better options: improved imaging tech-
nology, interventions using deep-brain 
stimulation and certain medications are 
providing new ways to identify and 
reach out to conscious patients among 
the severely brain-injured. As our capa-
bilities increase, so does our obligation 
to help these people reestablish relation-
ships severed by injury.

Too Little, Too Soon
Maggie sustained her injury in 2006, 

just a week before her graduation from 
Smith College. Fighting for her life in a 
nearby hospital, she received her degree in 
Spanish in absentia while her classmates 
marched, all wearing little blue ribbons in 
her honor. Against the odds, Maggie sur-
vived those first few weeks, and her moth-
er ignored repeated pleas to withhold or 
withdraw care. Maggie moved from acute 
care to rehabilitation to a nursing home, 
and there she lingered—among patients 
who were mostly decades older—until she 
came to New York. 

Sadly, Maggie’s journey is typical. 
After receiving brilliant, lifesaving emer-
gency care, people with disorders of con-
sciousness are routinely tracked into less 
aggressive treatment before their prog-
nosis is clear. In  Rights Come to Mind: 
Brain Injury, Ethics, and the Struggle for 
Consciousness  (Cambridge University 
Press, 2015), one of us (Fins) chronicled 
Maggie’s story and how our health care 
system tends to marginalize patients 
with severe brain injury, presuming that 
nothing can or perhaps should be done. 
More than 50 families interviewed for 
the book shared how brain-injured rela-
tives were often subjected to premature 
palliative care recommendations. If they 
did manage to qualify for rehabilitation, 
it was too little, too soon; many were not 
completely stable when they were dis-

charged from the hospital and struggled 
with ongoing medical issues. 

Eventually many people with disor-
ders of consciousness wind up, as Mag-
gie did, in a nursing home, which can put 
their lives at risk. Chronic care settings 
are often poorly equipped to provide the 
kind of sophisticated medical surveil-
lance these patients need. And because 
they receive no further rehabilitation, 
nursing home care limits their potential 
recovery. Spontaneous improvement 

from the vegetative state becomes rare 
after three months to a year, depending 
on the type of initial injury. Before that, 
though, some patients do begin to recov-
er from the vegetative state, shifting into 
a minimally conscious state. 

Unfortunately, that transition can go 
unnoticed. One notable study in 2009, by 
Caroline Schnakers of the University of 
Liège in Belgium and her colleagues, 
found that 41 percent of 44 patients 
thought to be in a vegetative state were in 

Disorders of Consciousness
Coma
Many serious conditions—from poisoning to heart attack to brain injury—
can lead to coma, which may have evolved as a way to protect neurons from 
death. Comatose patients do not open their eyes or respond to stimuli—
even painful ones. Nor do they have a sleep-wake cycle. They show no cogni-
tive or motor function.

Vegetative State
Coma patients can progress to a vegetative state, in which they intermittent-
ly open their eyes but still have no cognitive or motor function. Although 
many patients do emerge from the vegetative state, it is considered more 
likely to be permanent after anywhere from three months to a year, depend-
ing on the underlying cause.

Minimally Conscious State
Patients who surface to the minimally conscious state begin to show fleeting 
signs of awareness. They can sometimes follow commands, make gestures 
or show other nonreflexive behaviors. For instance, they may smile or laugh 
at an appropriate time or respond to their name.

Cognitive Motor Dissociation
This proposed category would apply to a subset of patients who appear to 
be in a coma or a vegetative or minimally conscious state but display clear 
cognitive activity when examined via brain imaging or similar technologies. 
Without a two-way communication channel allowing such patients to respond 
and initiate dialogue, it is impossible to gauge their level of consciousness.

Confusional State
As people recover consciousness, they may pass through a confusional 
state, in which they appear disoriented. These patients have a limited range 
of cognitive function but cannot yet be formally tested using standard neuro-
psychometric measures.

Locked-in Syndrome
In this condition, people have normal conscious awareness but severe motor 
impairment, limiting their ability to communicate. As made famous by the 
memoir and film The Diving Bell and the Butterfly, some locked-in syndrome 
patients can use coded eye movements to communicate, but new brain-
interface technologies may offer them improved options. These patients 
rarely recover any motor control.
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fact minimally conscious. This alarming 
error rate can be attributed to several fac-
tors. Diagnostic criteria for MCS have 
existed only since 2002, and it is difficult 
for busy care staff to observe conscious-
ness that breaks through only episodical-
ly. Part of it may also stem from the right-
to-die movement in the U.S. In 1976 
Chief Justice Richard Hughes of the New 
Jersey Supreme Court justified the re-
moval of Karen Ann Quinlan’s ventilator 
because she had “no realistic possibility 
of returning to any semblance of cogni-
tive or sapient life.” 

That view holds true only for people 
who, like Quinlan, are permanently in 
the vegetative state. But it is often extend-
ed to many more patients with different 
disorders of consciousness, who can im-
prove—sometimes dramatically, even de-
cades after their original brain damage. 

Perhaps the most famous example is Ter-
ry Wallis, who was minimally conscious 
for 19 years after a car accident before re-
covering speech and near-normal cogni-
tion. We made substantial efforts over 
the course of several years to establish re-
liable communication with Maggie, and 
she made significant, if inconsistent, 
progress. A detailed look at her injuries—

and the unique challenges they posed to 
her recovery—shows why the routine ne-
glect of minimally conscious patients is 
both scientifically confounding and eth-
ically problematic.

 Regaining Awareness
Maggie was an otherwise healthy 

college senior when she suffered a rare 
event of unknown origin. A large clot 
blocked off the single artery supplying 
blood to most of her brain stem, causing 
widespread damage there. Because near-
ly all the descending motor fibers to her 
spinal cord passed through this damaged 
area, she was left with almost no ability 
to move any part of her body. Maggie’s 
massive brain stem injury also harmed 
nearby structures that normally send 
arousal inputs from the brain stem to the 
corticothalamic system, supporting over-
all levels of activity during wakefulness. 

In addition, Maggie had two small 
but crucially placed injuries in the central 
regions of both thalami, egg-shaped 
masses at the base of the brain that serve 
as a kind of information hub. The central 
thalamic neurons in particular have ex-
tensive connections to the frontal cortex, 
which carries out many tasks, including 
planning. In any multifocal brain injury, 
the central thalamic neurons receive less 
input and, as a result, become structural-
ly and functionally impaired, but in Mag-
gie’s case, they were directly compro-
mised, too. In essence, she presented with 
a more serious version of a core problem 
within the central thalami that many se-
verely brain-injured patients face. 

These neurons form the key node in 
what is called the anterior forebrain 

 mesocircuit—linking the thalami, frontal 
cortex and basal ganglia [ see illustration 
on next page ]. The network as a whole 
helps to regulate levels of arousal and, 
during wakeful periods, allocate atten-
tion. In this way, it supports a wide range 
of cognitive functions. Research suggests 
that getting the anterior forebrain meso-
circuit back online is crucial for regaining 
consciousness, and the level of its func-
tion tracks with a patient’s level of behav-
ioral recovery. But reactivating the central 
thalamic neurons after severe brain inju-
ry is challenging for two reasons: not only 
are they physically less connected and re-
ceiving less stimulation than usual, but 
abnormal overactivity of parts of the bas-
al ganglia also inhibits their output. 

Also, the anterior forebrain mesocir-
cuit is not the only network in play. Neu-
rologist Steven Laureys of the University 
of Liège and his colleagues have found an 
even stronger graded correlation between 
recovering consciousness and metabolic 
activity in the posterior medial parietal 
complex (PMC), the main component in 
the brain’s frontoparietal network. This 
region exhibits the highest resting meta-
bolic rate in the human brain. Neurolo-
gist Marcus Raichle of Washington Uni-
versity in St. Louis and his colleagues 
have hypothesized that it supports a  
default-mode network, responsible for 
maintaining and updating consciousness 
with relevant contextual information, 
and helps us to interpret sensations and 
predict actions. The default-mode net-
work is also associated with self-moni-
toring and access to personal memories.

Maggie had no specific damage to the 
PMC, but we have found evidence that it 
works in tandem with the anterior fore-
brain mesocircuit to support the recovery 
of consciousness. Other researchers have 
found that altered structural connections 
between the thalami and the PMC are 
statistically linked to behavioral out-
comes: the more wiring between the 
two, the greater a patient’s awareness. 
Scientists have also found a functional 

New techniques 
make it easier to 
find conscious 
patients among  

the severely brain- 
injured—upping 
our obligation  
to help them. 
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tie. In experimental studies, researchers 
at McGill University anesthetized healthy 
volunteers and then gave them drugs to 
induce a moment of consciousness. The 
subjects could respond to commands 
even though the level of anesthesia was 
held constant, and this brief awakening 
was linked to greater activation in both 
the central thalami and the PMC. 

Reading Minds  
Maggie’s injury to the central thala-

mi, in combination with her extensive 
brain stem injury, created a very chal-
lenging path to making or recognizing re-
covery. Recently, though, we have made 
significant advances in our ability to as-
sess patients with severe brain injuries. 
Now we can ask them to carry out specif-

ic mental actions and view their response, 
if any, via functional MRI, electroen-
cephalography (EEG) and related tech-
niques. Even among patients who show 
limited or no overt signs of conscious-
ness, these methods can offer proof of vo-
lition and awareness. 

The first such example came in 2006. 
Neuroscientist Adrian M. Owen, now at 
the University of Western Ontario, and 
his colleagues at the University of Cam-
bridge and the University of Liège worked 
with a 23-year-old woman who was con-
sidered vegetative after a car accident. 
Based on behavioral criteria, she showed 
no awareness or response to commands. 
But when they placed her in an fMRI 
scanner and asked her repeatedly to 
imagine playing tennis, the resulting im-

ages showed strong, consistent patterns 
of brain activation within the supplemen-
tary motor area of the frontal lobe. They 
noted that the same locations lit up in 
healthy volunteers who were asked to 
imagine the same activity.

Our group has used versions of this 
approach in a few brain-injured people—

including Maggie. To evaluate her capac-
ity to register information and respond, 
we initially asked her to imagine differ-
ent motor tasks. Her results showed that 
she produced very strong patterns of 
brain activation when we asked her to 
imagine swimming, which had been one 
of her favorite sports. These patterns 
were comparable to those of normal sub-
jects. We also found that Maggie could 
activate the same regions to answer ques-

 Brain Stem Central Thalami

Central 
thalami

basal 
ganglia

Frontal 
cortex

Two scans reveal the extent of 
Maggie’s stroke. A large clot 
blocked the single artery supply-
ing blood to her brain stem, 
causing widespread damage 
(circled, top left). Because near-
ly all the nerve fibers from her 
motor cortex to her muscles 
passed through this area, she 
was almost completely para-
lyzed (bottom left). She also suf-
fered two injuries to the central 
thalami (circled, top right), a key 
component in the anterior fore-
brain mesocircuit (bottom right). 
This network, along with the 
posterior medial parietal com-
plex (PMC), is critical to main-
taining consciousness. Maggie’s 
injury, plus abnormally strong in-
hibitory signals from the basal 
ganglia, muted communication 
within this network. 

PMC and other regions 
of the cerebral cortex

Excitation

InhibitionTo the 
muscles

Motor System  Anterior Forebrain Mesocircuit 

From the 
motor cortex
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tions, such as picking the suit or face of a 
playing card from four choices. 

At first, though, her responses were 
confounding. A statistical analysis 
showed that her answers were not just 
the product of chance, but they did not 
appear to be accurate either [ see box 
above]. We speculated that perhaps her 
replies were somehow delayed. So we re-

analyzed the data and discovered evi-
dence that her intended responses had 
been coming in one question late. When 
we shifted Maggie’s responses back a 
question, they were correct. We knew 
that isolated central thalamic injuries 
such as hers could slow down cognitive 
processing, but the finding still came as 
a surprise—and served to underscore 

once more the complexity of assessing 
patients like Maggie. 

Hope for Recovery 
Outcomes following severe brain in-

juries fall on a continuum, but research-
ers have identified two types of patients 
who are more likely to regain at least 
some level of communication. One sub-
set includes minimally conscious pa-
tients with a certain base amount of re-
serve in their remaining corticothalamic 
systems, as assessed by brain imaging. In 
2007, in collaboration with colleagues at 
various institutions, we helped one such 
patient who had been minimally con-
scious for six years. 

Over the course of six months we 
used deep-brain stimulation (DBS) to re-
peatedly apply a small electric current 
directly to his central thalami. After  
the treatment, this individual regained 
spoken language, the ability to direct  
his attention, motor control, and the 
ability to chew and swallow. The DBS 
regimen had activated the central tha-
lamic neurons enough to rouse the pa-
tient from MCS into a behavioral range 
best described as a confusional state. 
With continued stimulation—the device 
was left on during the day—his gains 
were sustained for six years until he died 
from pneumonia. 

Researchers have also studied medi-
cations such as amantadine, an antiviral 
drug also used to treat Parkinson’s dis-
ease, and the sedative zolpidem, among 
others. These pharmacological interven-
tions have helped several other MCS  
patients regain communication, either 
intermittently or as part of a more endur-
ing recovery. Similar to the DBS ap    -
proach, the compounds are known to ac-
tivate neurons across the anterior fore-
brain mesocircuit. 

In contrast, Maggie exemplifies a 
second class of patients—with very se-
vere injuries to the motor output sys -
tems of the brain but less severe injury 
within the corticothalamic system—

A Card Trick to Detect Cognition
When we examined Maggie using functional MRI, we found clear evidence of her hidden 
cognitive abilities. First, we asked her to imagine swimming, which had been one of her 
favorite sports. Her brain showed increased blood flow primarily in the supplementary 
motor area (top row, right). A healthy volunteer who also imagined swimming generated 
a similar pattern of brain activation (top row, left).

Next we tested whether Maggie could use this same mental activity to answer a mul-
tiple-choice question about playing cards. We asked her to imagine swimming when the 
suit or face we showed her matched the ace of spades. Initially she seemed to answer 
affirmatively to both the club and spade, but an analysis revealed that only her response 
to the club was statistically significant. So, too, she appeared to respond to the jack,  
not the ace. but we later found evidence suggesting that she had answered correctly 
and that her injuries had caused a one-card delay. 

 Healthy Volunteer Patient

A A
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who may stand an even better chance of 
regaining reliable communication be-
cause they retain more covert cognitive 
function. One of us (Schiff) has pro-
posed the term “cognitive motor disso-
ciation” (CMD) to describe them. These 
patients fulfill the behavioral criteria for 
coma, vegetative state or minimally con-
scious state, but when they are evaluat-
ed using fMRI or EEG, they show that 
they can follow commands by imagining 
actions and producing specific patterns 
of brain activity. 

More important, the tests cannot 
fully reveal cognitive capacity. These pa-
tients cannot initiate communication, 
ask questions or engage in a dialogue in 
the same way that locked-in syndrome 
patients can. But recent studies looking 
at EEG activity during sleep and wake 
states, as well as cerebral metabolic ac-
tivity, strongly support the idea that 
brain function in CMD patients more 
closely resembles that of healthy control 
subjects and locked-in patients than 
minimally conscious patients who can 
only communicate or follow motor com-
mands intermittently. 

CMD patients such as Maggie whose 
cognitive capacity is dissociated from 
their motor function present the most 
profound ethical challenge. Damage to 
the anterior forebrain mesocircuit, par-
ticularly injuries to the central thalami, 

leads to a fluctuating ability to stay alert 
and sustain attention, which can put dor-
mant cognitive resources out of reach. It 
is difficult to assess what these patients 
are aware of and to figure out how to re-
establish two-way communication.

The Right to Reintegration
Patients like Maggie need more than 

physiological reintegration to recover. 
They need societal reintegration as well. 
Currently we segregate disabled con-
scious individuals in the health care sys-
tem, treat them as if they are not aware 
and deny them the opportunity to par-
ticipate in civil society. But that oppor-
tunity is a basic human right they hold 
under our prevailing laws. Both the 
Americans with Disabilities Act and the 
United Nations Convention on the 
Rights of Persons with Disabilities assert 
that individuals with disability have the 
right to be maximally integrated. 

Segregation is a strong word, and we 
use it advisedly. For physical disabilities, 
it can mean the inability to access public 
accommodations for want of a ramp. For 
disorders of consciousness, it is the deni-
al of a voice, which is nothing short of a 
proxy for consciousness. Patients with 
disorders of consciousness cannot be re-
integrated into their communities unless 
we restore to them some form of func-
tional communication. Note the cog-

nates—communication and community. 
One enables the other and helps patients 
with disorders of consciousness return to 
the nexus of their homes and families. 

Physicist and novelist C. P. Snow 
once said that “scientists have the future 
in their bones.” We must be forward-
looking when considering therapeutic  
interventions for CMD patients. Their 
variable levels of arousal and attention 
mean that it may be difficult for them to 
use standard augmentative communica-
tion technologies. But before her death, 
Maggie was well on her way to using  
a system with a high-resolution, fast 
closed-circuit camera, which improved 
her learning using rapid auditory feed-
back and enabled some communication, 
with her generating downward eye 
movements. It was real progress from 
where she had been but just a small step 
toward reliable engagement with the out-
side world.

We anticipate that faster and more re-
liable feedback technologies, now in use 
with locked-in patients, will be able to 
help some CMD patients communicate 
reliably. Once even one of these patients 
crosses that threshold, it will be hugely 
significant—even historic. In that mo-
ment, isolation, segregation and silence 
will no longer be their plight; rights will 
then come to mind for patients who have 
for too long had them abridged. M

We now segregate 
disabled conscious 

people in our 
health care 

system, denying 
them the chance 

to rejoin their 
communities. 
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INTRODUCTION

"[N]ew insights and societal understandings can reveal unjustified
inequality within fundamental institutions that once passed
unnoticed and unchallenged. . . ."1

As neuroscience evolves, the law is called upon to respond. In this Article,
we focus on the rights of people with severe brain injury and subsequent
disorders of consciousness. In particular, we focus on the right to rehabilitative
technologies to aid in communication, which will aid in community integration.
The arguments we put forth in this Article are responsive to advances in
translational neuroscience.

This Article examines how changing medical practice and developments in
neuroscience create new classes of persons with disabilities. Given the lack of
categories and conceptualizations of the existence and needs of such persons, the
law needs to respond and address their civil rights. We aim to apply neuroscience

2
to law in a way that expands civil liberties.

In the last decades of the 20th century, medicine has evolved to save the
lives of patients with traumatic brain injuries who otherwise would have died or
ended up in a permanent vegetative state as a result of their injuries. When a
person has a traumatic brain injury, the brain swells. Because the skull does not
provide room for the swelling, the brain herniates downward, potentially
resulting in death or a persistent vegetative state.3 New techniques have advanced
to manage elevated intracranial pressure, however, and now part of the skull can
be removed (i.e., craniotomy and craniectomy).4 These medical advances saved
lives, but injured persons are often profoundly disabled. Some are left with a
disorder of consciousness, such as the vegetative state or minimally conscious
state.5 The vegetative state is well known through landmark court cases, but the
minimally conscious state less so.

1 Obergefell v. Hodges, 135 S. Ct. 2584, 2603 (2015).
2 In contrast, the neuroscience, neuroethics, and law agenda is dominated by scholars and

funders who focus on what some call "criminal neuroscience." See, e.g., MacArthur Foundation
Research Network on Law and Neuroscience, VAND. U.L. SCH. (2016), http://www.lawneuro.org.

3 M. Ross Bullock et al., Introduction, 58 NEUROSURGERY (SUPPLEMENT) S2-1, S2-1 (2006),
http://neurosurgery.hr/wp-content/uploads/2012/08/Surgical_Guidelines-article_2.pdf.

4 Id.
5 Technology both solved a problem in this case-preventing death-and created a problem-

the existence of the minimally conscious state. Technology is now responding to the minimally
conscious state, aiming to restore consciousness and communication. For a description of the
relationship between technology and neuroethics, see Joseph J. Fins, Neuroethics and the Lure of
Technology, in THE OXFORD HANDBOOK OF NEUROETHICS 895, 904 (Judy Illes & Barbara J.
Sahakian eds., 2011) [hereinafter Fins, Technology] ("Technology, remember, is a queer thing; it
brings you great gifts with one hand, and it stabs you in the back with the other.").
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The minimally conscious state was formally identified as a new diagnostic
category in 2002.6 Persons in a minimally conscious state have intermittent and
inconsistent evidence of consciousness that may or may not manifest
behaviorally, and such persons may be mistaken for vegetative. The advent of
this category was made possible by clinical advances discussed later in the
Article, and there are resulting ethical, policy, medical, and legal questions.

We are especially concerned in this Article with the legal issues, in
particular the lack of appropriate medical and rehabilitative treatment for persons
in a minimally conscious state, and how this may violate the Americans with
Disabilities Acte and be inconsistent with the putative right to education.
Currently, most minimally conscious patients "remain sequestered in nursing
homes, incompletely diagnosed . . . at the margins of society,"9 without access to
rehabilitative technologies that could help integrate them back into their
communities.

In this Article, we assert that when there is potential for recovery of
consciousness, there is a right to rehabilitative technologies for the injured brain.
This right stems by analogy to the expectation of free public education for
children and adolescents, and also by statute under the Americans with
Disabilities Acto and under Supreme Court jurisprudence, namely the leading
deinstitutionalization case, Olmstead v. L.C. ex rel. Zimring.ii Persons in a
minimally conscious state or who have the potential to progress to such a state
must be provided rehabilitative services instead of being segregated and isolated
in custodial care.

Our argument proceeds as follows. In Part I of this Article, we describe how
patients in the minimally conscious state often lack access to rehabilitative

6 See Joseph T. Giacino et al., The Minimally Conscious State: Definition and Diagnostic
Criteria, 58 NEUROLOGY 349 (2002).

7 See Joseph T. Giacino et al., Disorders of Consciousness After Acquired Brain Injury: The
State of the Science, 10 NATURE REV. NEUROLOGY 99, 100 (2014).

8 The minimally conscious state is currently not a category reflected in the law, unlike the
permanent vegetative state, the condition at the forefront of some of the most well-known right-to-
die cases, or other medical conditions involving similar levels of cognitive impairment due to
degenerative diseases such as Alzheimer's or due to developmental disorders. Unlike the
permanent vegetative state or Alzheimer's Disease, persons in a minimally conscious state may
actually improve, and unlike persons with a developmental disorder, persons in a minimally
conscious state previously had capacity and thus had prior wishes. These differences present new
questions for law.

9 Joseph J. Fins, Border Zones of Consciousness: Another Immigration Debate?, 7 AM. J.
BIOETHICS 51, 52 (2007) [hereinafter Fins, Border Zones]; see also JOSEPH J. FINS, RIGHTS COME TO

MIND: BRAIN INJURY, ETHICS, AND THE STRUGGLE FOR CONSCIOUSNESS (2015) [hereinafter, FINS,
RIGHTS COME TO MIND] (exploring shortcomings in society's treatment of individuals in a
minimally conscious state).

10 42 U.S.C. §§ 12101-12213 (2012).
11 527 U.S. 581 (1999).
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technologies that have been increasingly shown to have the potential to help
these patients recover a degree of functional status. In this section, we first define
the minimally conscious state, and contrast it with other disorders of
consciousness, such as comas and the vegetative state. We then describe
investigational and therapeutic drugs and technological innovations that have
been shown to have a beneficial effect on some patients with a disorder of
consciousness. We next note the reasons why patients do not receive such
interventions, and the negative consequences of this lack of access or societal
neglect. We conclude this section by previewing our argument that rehabilitating
the injured brain can be analogized to educating children whose brains are
developing.

In Part II of this Article, we expand upon an argument made in the book
Rights Come to Mind: Brain Injury, Ethics, and the Struggle for Consciousness.12
We assert that there is a right to rehabilitation for persons with disorders of
consciousness. We first argue that given the similar developmental processes that
occur in the maturing brain and the recovering brain, the legally created
expectation of free public education, which is so important to fulfilling the
potential of the maturing brain, should be extended to individuals with severe
brain injury where a regenerative process recapitulates an earlier developmental
script.13 Given the homology of developmental biology and brain repair, and the
utility and ubiquity of education in early life, we argue that restorative efforts
directed at the injured brain are better understood as an educational process than
solely as a rehabilitative act. 14 Expanding our conception of rehabilitation to
include education places these efforts beyond a mere medical care entitlement
and into the sphere of legally created expectations, which are both grounded in
statute such as the Individuals with Disabilities Education Act (IDEA)" and also
No Child Left Behind, 6 constitutional analysis, and common sense.

We then argue that based on the Americans with Disabilities Act (ADA),
including subsequent amendments to and case law interpreting the Act, there is a
statutory right to rehabilitation for brain-injured persons with disorders of
consciousness receiving treatment from healthcare facilities and residing in
custodial care facilities. Currently, without such access to rehabilitative
technologies, conscious or potentially conscious persons are segregated and
isolated in custodial care facilities, and are not receiving necessary treatment,
which violates the purpose of the ADA 7 Furthermore, persons with disorders of

12 FINs, RIGHTS COME TO MIND, supra note 9.
13 Id. at 306-07.
14 Id.
15 Individuals with Disabilities Education Act, 20 U.S.C. §§ 1400-82 (2012).
16 No Child Left Behind (NCLB) Act of 2001, 20 U.S.C. § 6301 (2012).
17 FINs, RIGHTS COME TO MIND, supra note 9, at 289-92.
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consciousness are not given access to auxiliary aids (such as drugs, devices,
neuroimaging, neuroprosthetics, and rehabilitation) that would assist them in
communicating with their healthcare providers and caregivers, which violates the
statutory and regulatory requirements of the ADA. Finally, given that the ADA
was amended to expand rights to the disabled, and was modeled after and is a
legacy of civil rights legislation, we should expect that courts will increase
protections and rights for this newly recognized class of disabled persons with
their unique communication needs. We do not argue for further amendments to
the ADAAA, but rather the application of this legislation to persons with
disorders of consciousness, and we describe how remedies under the ADA are
potentially available to persons with disorders of consciousness who lack access
to rehabilitative technologies.

In Part III of this Article, we explore some necessary changes to implement
the content of a right to rehabilitation beyond providing rehabilitative
technologies for those with disorders of consciousness. We suggest some policy
changes, such as changing Medicare payment criteria, which would make more
persons with disorders of consciousness eligible for specialized rehabilitative
care. It is important to note, however, that entitlement reform is a necessary but
not sufficient component of reform."' Such reform does not address the
fundamental marginalization of persons with disorders of consciousness, who are
disregarded by society and the law. The application of a statutory right to
reasonable accommodations, which for this population is access to rehabilitative
technologies, is likewise insufficient. Persons with disorders of consciousness
need both a right to rehabilitation, which symbolically asserts that their
integration into the community is important, as well as entitlement reform that
provides one avenue for them to access such rehabilitation.

Thus, we explore the capabilities approach espoused by social scientists and
philosophers such as Amartya Sen,19 Martha Nussbaum,20 and Sridhar
Venkatapuram.2' We suggest here and elsewhere22 how this school of thought

18 Id. at 287 ("And even now, I have no doubt that harmonizing time frames of recovery and
reimbursement streams would advance care, decrease capricious denials, and lead to rehabilitation
trials of appropriate duration. But . . . I am not convinced that reimbursement reform will happen
without fundamentally changing how we view the minimally conscious, their needs, and their place
in society.").

19 See generally AMARTYA SEN, COMMODITIES AND CAPABILITIES (1999) (relating ability to
function to overall wellbeing).

20 See generally MARTHA NUSSBAUM, CREATING CAPABILITIES: THE HUMAN DEVELOPMENT

APPROACH (2013) (arguing for measures of progress that account for the basic human needs for
dignity and self-respect).

21 See generally SRIDHAR VENKATAPURAM, HEALTH JUSTICE (2011) (applying the
"capabilities approach" to health and health care, asserting that there exists a moral right to be
healthy).

22 FINS, RIGHTS COME TO MIND, supra note 9, at 293-94; Joseph J. Fins et al., Whither the
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bridges the right to rehabilitation with the technologies that can enable this
process leading to the furtherance of the civic integration of persons with
disorders of consciousness, which is what truly enhances freedom, dignity, and
community for persons with brain injury and disorders of consciousness.

Finally, we acknowledge that there is a cost to implementing this right to
rehabilitative technologies, but assert that the ADA limits the effect that cost
considerations can have in denying access to accommodations and modifications,
and also point to other considerations in a cost-benefit analysis that may be
useful. We also address concerns that this issue is not yet ripe given the
experimental nature of some of the rehabilitative technologies we describe. Our
arguments should be understood as relevant to the current state of medical
technologies, but also as anticipating future scientific advances; our legal theories
are anticipating changes in medical practice.

We conclude by noting that if a right to rehabilitation of the injured brain is
recognized, such recognition would also be in line with recent Supreme Court
jurisprudence articulating ideals of dignity for all.23

I. THE PROBLEM OF LACK OF ACCESS TO REHABILITATION FOR MINIMALLY

CONSCIOUS PATIENTS

A. Minimally Conscious State Defined

Disorders of consciousness (DOCs) include coma, vegetative state, and the
minimally conscious state.24 The legal community is likely most familiar with
what has been called the vegetative state, the medical condition at the heart of
high-profile cases such as Quinlan,25 Cruzan,2 6 and Schiavo.27 This Section will
briefly define each of these DOCs to orient the reader to the subject matter of this

"Improvement Standard"? Coverage for Severe Brain Injury After Jimmo v. Sebelius, 44 J.L. MED.

& ETHICS 182 (2016).
23 See, e.g., Obergefell v. Hodges, 135 S. Ct. 2584, 2589 ("The fundamental liberties

protected by the Fourteenth Amendment's Due Process Clause extend to certain personal choices
central to individual dignity and autonomy. .. .").

24 Some readers may wonder whether the locked-in syndrome is also a disorder of
consciousness. The locked-in syndrome differs from disorders of consciousness in that a person in
such a state is awake and conscious but unable to move (i.e., paralyzed) or speak. Giacino et al.,
supra note 7, at 101 (describing how the locked-in syndrome compares with disorders of
consciousness); Steven Laureys et al., The Locked-In Syndrome: What Is It Like To Be Conscious
but Paralyzed and Voiceless?, 150 PROGRESS BRAIN RES. 495 (2005) (describing the locked-in
syndrome)

25 In re Quinlan, 355 A.2d 647 (N.J. 1976).
26 Cruzan ex rel. Cruzanv. Mo. Dep't of Health, 497 U.S. 261 (1990).
27 The last in a long line of cases is Schiavo ex rel. Schlinder v. Schiavo, 403 F.3d 1294 (11th

Cir. 2005).
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paper and update diagnostic classifications, which have refined the vegetative
state category into distinct subcategories based on whether it is persistent or
permanent. We will also introduce a new category, the minimally conscious state,
which is often confused with the vegetative state.

1. Coma

"The defining clinical feature of coma is the complete loss of spontaneous or
stimulus-induced arousal."28 A coma typically lasts a few weeks after a brain
injury.29 "After receiving an injury severe enough to cause a coma, a self-limited
and eye-closed state of unresponsiveness, a patient may: recover; sustain whole
brain death; or pass into the vegetative state."3 0

2. Vegetative State31

A vegetative state (VS) is one in which a person is unconscious, but
seemingly "wakeful." 32 This means that a patient's eyes may be open, but she
lacks all other markers of consciousness, such as the ability to communicate or
understand commands. Additionally, any movement she makes is purposeless, a
result only of a functioning brain stem.3 3 Jennett and Plum describe this state as
wakeful unresponsiveness.34 Such persons are "unaware of self or
environment."35 If a patient is in a VS for more than thirty days, she is said to be
in a persistent vegetative state.36 If the VS is a result of anoxic brain injury37 and

28 Giacino et al., supra note 7, at 100.
29 Joseph J. Fins, Being Conscious of Their Burden: Severe Brain Injury and the Two

Cultures Challenge, 1157 ANN. N.Y. ACAD. Sci. 131, 135 (2009) [hereinafter Fins, Conscious
Burden].

30 Joseph J. Fins, Minds Apart: Severe Brain Injury, Citizenship, and Civil Rights, in 13 LAW
AND NEUROSCIENCE: CURRENT LEGAL ISSUES 367, 372 (Michael Freeman ed., 2010) [hereinafter
Fins, Minds Apart].

31.. The seminal paper on the vegetative state is Bryan Jennett & Fred Plum, Persistent
Vegetative State After Brain Damage: A Syndrome in Search of a Name, 299 LANCET 734 (1972).

32 Fins, Conscious Burden, supra note 29, at 137; see Joseph J. Fins, Lessons from the Injured
Brain: A Bioethicist in the Vineyards ofNeuroscience, 18 CAMBRIDGE Q. HEALTHCARE ETHICS 7, 7
(2009) [hereinafter Fins, Lessons]; Joseph J. Fins, Neuroethics, Neuroimaging, and Disorders of
Consciousness: Promise or Peril, 122 TRANSACTIONS AM. CLINICAL & CLIMATOLOGICAL Ass'N

336, 338 (2010) [hereinafter Fins, Neuroethics]; Giacino et al., supra note 7, at 100.
33 Joseph J. Fins, Affirming the Right to Care, Preserving the Right to Die: Disorders of

Consciousness and Neuroethics After Schiavo, 4 PALLIATIVE & SUPPORTIVE CARE 169, 172 (2006)
[hereinafter Fins, Right to Care]; Fins, Lessons, supra note 32, at 7; Fins, Minds Apart, supra note
30, at 368-69; Fins, Neuroethics, supra note 32, at 338; Giacino et al., supra note 7, at 100.

34 Jennett & Plum, supra note 31, at 734.
35 Multi-Soc'y Task Force on PVS, Medical Aspects of the Persistent Vegetative State, Part I,

330 NEW ENG. J. MED. 1499, 1500 (1994) [hereinafter Task Force]; see Fins, Conscious Burden,
supra note 29, at 137; Fins, Lessons, supra note 32, at 7; Fins, Neuroethics, supra note 32, at 338.

36 Task Force, supra note 35, at 1501; see Fins, Minds Apart, supra note 30, at 372; Fins,
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persists for more than three months, the patient is reclassified as being in a
permanent vegetative state.38 If the VS is a result of traumatic brain injury and
persists for more than twelve months, the patient is likewise reclassified as being
in a permanent vegetative state.3 9 If properly diagnosed, there is no hope for
recovery once a patient is classified as being in a permanent vegetative state.4 0

3. Minimally Conscious State

A consensus statement on the minimally conscious state (MCS) was not
articulated until relatively recently. The MCS became a formal diagnostic
category in 2002.41 As the science of medical care for the injured brain advanced,
it became possible for patients who previously might have died or ended up in a
permanent vegetative state to recover consciousness to some degree.4 2 These
advances included surgical interventions such as the use of intraventricular
shunts and craniotomy used to treat closed head injuries, mitigating or preventing
herniation or death.4 3 With such interventions, patients can now have a different
trajectory.

The MCS is distinct from a VS in that it "is a condition of severely altered
consciousness characterized by minimal but definite behavioral evidence of self
or environmental awareness."4 4 "Patients in the MCS have definitive evidence of
consciousness, demonstrating intention, attention, memory, and awareness of the
self, others, or the environment."45 A person can progress from a coma or not yet

Right to Care, supra note 33, at 173.
37 This occurs when the brain has been deprived of oxygen.
38 Fins, Right to Care, supra note 33, at 173; Fins, Conscious Burden, supra note 29, at 137;

Fins, Border Zones, supra note 9, at 52; Fins, Minds Apart, supra note 30, at 372; Fins,
Neuroethics, supra note 32, at 339; Giacino et al., supra note 7, at 100.

39 Fins, Right To Care, supra note 33, at 173; Fins, Conscious Burden, supra note 29, at 137;
Fins, Border Zones, supra note 9, at 52; Fins, Minds Apart, supra note 30, at 372; Fins,
Neuroethics, supra note 32, at 339; Giacino et al., supra note 7, at 100.

40 Fins, Minds Apart, supra note 30, at 372; Fins, Neuroethics, supra note 32, at 340. The
condition is distinct from brain death, however, in that the brain stem is still intact and regulating
bodily functions such as breathing. Fins, Lessons, supra note 32, at 7-8; Fins, Neuroethics, supra
note 32, at 338. In brain death, "no brainstem functions are preserved and these patients do not
exhibit spontaneous respiration when challenged with an apnea examination." Fins, Neuroethics,
supra note 32, at 337.

41 Giacino et al., supra note 6. Giacino first labeled this category the MCS in 1997, but the
term was not accepted until 2002. Fins, Lessons, supra note 32, at 9; see also FINS, RIGHTS COME
TO MIND, supra note 9, at 71-79 (describing Giacino's involvement in developing the category of
the MCS).

42 Bullock et al., supra note 3, at S2-1.
43 Id.
44 Giacino et al., supra note 7, at 100.
45 Fins, Neuroethics, supra note 32, at 340.
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permanent VS to a MCS.4 6 There is no definitive information about how many
persons exist in a MCS.47

The MCS is often difficult to diagnose because of "response inconsistency"
in which at one point there may be evidence of "volitional behavior" but not at
another.48 Furthermore, some minimally conscious persons may not have any
motor function, which makes diagnosis without neuroimaging difficult.49
Improperly diagnosing the MCS as permanent VS, however, may mean
termination of life support, improper medical care such as not providing pain
medication,"o not providing rehabilitation, and depriving such persons of
community."

Recovery of functions for persons in the MCS may take years or decades.52

Even with recovery, persons who had a DOC from a severe brain injury may be
disabled for the remainder of their lives.53

B. Importance ofRehabilitation for Persons in a Minimally Conscious State

Rehabilitation-oriented treatments for those with a DOC are meant to aid
them in recovering "consciousness, communication, and functional
competency."5 4 Some studies have shown that almost seventy percent of patients
with traumatic brain injury who receive inpatient rehabilitation recover
consciousness, and just over twenty percent are able to be functionally
independent again."

46 Id.; Giacino et al., supra note 7, at 100.
47 See FINs, RIGHTS COME TO MIND, supra note 9, at 287; Joseph J. Fins et al., Late Recovery

from the Minimally Conscious State: Ethical and Policy Implications, 68 NEUROLOGY 304, 306
(2007) [hereinafter Fins et al., Late Recovery]; Joseph J. Fins et al., The Minimally Conscious State:
A Diagnosis in Search of an Epidemiology, 64 JAMA NEUROLOGY 1400 (2007) (calling for
epidemiological studies on the MCS);

48 Fins, Neuroethics, supra note 32, at 340 ("The challenge is that these behaviors are
episodic and intermittent and not reproducible, making these patients indistinguishable from
vegetative patients to the untrained eye, especially in an isolated single examination."); Giacino et
al., supra note 7, at 100, 103.

49 FINs, RIGHTS COME TO MIND, supra note 9, at 300.
50 Patients in a MCS have intact pain networks. Steven Laureys et al., Cortical Processing of

Noxious Somatosensory Stimuli in the Persistent Vegetative State, 17 NEUROIMAGE 732 (2002).
51 Giacino et al., supra note 7, at 103.
52 Fins, Conscious Burden, supra note 29, at 137-38.
53 FINS, RIGHTS COME TO MIND, supra note 9, at 113 (describing the variance in recovery

from severe brain injury).
54 Giacino et al., supra note 7, at 107.
55 Risa Nakase-Richardson et al., Longitudinal Outcome of Patients with Disordered

Consciousness in the NIDRR TBI Model Systems Program, 29 J. NEUROTRAUMA 59 (2012); see
also FINS, RIGHTS COME TO MIND, supra note 9, at 288-89 (describing the Nakase-Richardson et al.
study). These numbers are likely conservative estimates of the potential effect of rehabilitation on
those with severe brain injury and subsequent DOCs.
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One intervention that has been shown to be effective for patients in a VS or
MCS is amantadine, a drug used to treat influenza. One large, randomized
controlled study showed that amantadine could accelerate recovery from a VS.5 6

Zolpidem, a sleep aid, is another pharmacological intervention that has also been
demonstrated to be effective for a small minority of patients with a DOC.17

There is also some evidence of effectiveness of non-pharmacological
interventions. Neuroprosthetics may be used to aid in communication and
recovery." Neuroprosthetics include communication boards or other similar
devices, deep brain stimulation (DBS), and neuroimaging." Neuroimaging is
functional magnetic resonance imaging (fMRI) scans and positron emission
tomography (PET).6 0 To assess whether a behaviorally nonresponsive patient is
conscious or to communicate with a conscious patient who has no or limited
motor function, scans are made of the patient while they are asked to think about
performing different tasks to indicate either "yes" or "no" in response to
questions.6 1 Also, a pilot study (or proof of principle study) of DBS of the central
thalamus demonstrated behavioral improvements for one patient with a DOC.6 2

56 Joseph T. Giacino et al., Placebo-Controlled Trial of Amantadine for Severe Traumatic
Brain Injury, 366 NEW ENG. J. MED. 819 (2012) (demonstrating that recovery is accelerated for
patients with DOC who are given amantadine relative to a placebo over a four-week period while
receiving inpatient rehabilitation, and suggesting that future research focus on whether long-term
outcomes are improved).

57 John Whyte & Robin Myers, Incidence of Clinically Significant Responses to Zolpidem
Among Patients with Disorders of Consciousness: A Preliminary Placebo Controlled Trial, 88 AM.
J. PHYSICAL MED. & REHAB. 410 (2009) (showing that one patient in the VS shifted to the MCS
after receiving zolpidem, but this drug had no effect on the other 14 participants in the study).

58 Some have noted the high cost of neuroimaging and have argued that access to lower cost
alternatives such as pharmacological agents to restore consciousness and communication may be
more practical. See, e.g., FINS, RIGHTS COME TO MIND, supra note 9, at 301. Some organizations
are creating low-cost, individually tailored devices that can aid those with brain injury to
communicate. See, e.g., SPEAK YOUR MIND FOUNDATION, http://speakyourmindfoundation.org (last
visited Oct. 10, 2015).

59 The founder of Speak Your Mind Foundation describes a customized, low-cost
communication device, which consisted of a set of glasses, camera, and software that helped a
young woman who had a brain stem stroke communicate. Id. The total cost of the device is $30,
and it enabled communication that would otherwise be impossible. Id. Similar devices on the
market cost $15,000. Id.

60 See Fins, Neuroethics, supra note 32, at 336.
61 See Fins, Minds Apart, supra note 30, at 376 (noting the "disturbing possibility of

consciousness obscured by a physical incapacity to communicate and make one's presence
known"); see also Joseph J. Fins & Nicholas D. Schiff, In the Blink of the Mind's Eye, 40
HASTINGS CTR. REP. 21, 21 (2010) (reporting how an fMRI could allow patients to communicate
preferences while in a MCS).

62 See Nicholas D. Schiff et al., Behavioural Improvements with Thalamic Stimulation After
Severe Traumatic Brain Injury, 488 NATURE 600, 601 (2007) (reporting on a study of one patient
who regained some language capacity and the ability to swallow food).

244

16:2 (2016)



A RIGHTS AGENDA FOR SEVERE BRAIN INJURY

Additionally, physical therapy may also be effective.63

Most of these interventions are investigational,64 but this does not mean that
they should not be made available to patients in DOC through access to clinical
trials.65 Scientific research has demonstrated that drugs and devices can
functionally augment consciousness and communication for these patients;66

further translational research may lead to more progress and discovery.67

While there may be spontaneous recovery from a coma or VS to a MCS, it is
important that those with a DOC receive available rehabilitation-oriented
treatments. Rehabilitation will aid in accurately assessing a patient's diagnostic
state, which will then aid with prognosis. Using rehabilitative techniques may
prevent premature withdrawal of life support from those who are conscious or
have the potential to be conscious.68 Additionally, rehabilitation may lead patients
to be able to convey whether they are experiencing pain, which will then lead to
better medical treatment.69 Perhaps most importantly, rehabilitation may make it
possible for patients with a DOC to communicate with their family members.

C. Persons in a Minimally Conscious State Often Lack Access to Rehabilitation

Patients who have a DOC often lack access to rehabilitation that could aid
them in recovering consciousness and functional abilities. There are several
reasons for this lack of access. One reason is the high rate of misdiagnosis of the

63 Linda E. Mackay et al., Early Intervention in Severe Brain Injury: Long-Term Benefits of a
Formalized Program, 73 ARCHIVES PHYSICAL MED. & REHAB. 635 (1992).

64 Some are not experimental per se, but rather are off-label uses of prescription drugs.
65 FINs, RIGHTS COME TO MIND, supra note 9, at 295.
66 See, e.g., Giacino et al., supra note 7 (summarizing the state of scientific research).
67 Id. But see Joseph J. Fins & Barbara Pohl, Guardianship and the Injured Brain:

Representation and the Rights of Patients and Families, in FINDING CONSCIOUSNESS (Sinnott-
Armstrong, ed.) (2016) (discussing how guardianship may be problematic for persons with DOC);
Megan S. Wright et al., Guardianship and Clinical Research Participation: The Case of Wards
with Disorders of Consciousness, 27 KENNEDY INST. ETHICS J. (forthcoming 2016) (discussing how
guardianship for this population may impede access to research or experimental interventions that
may aid those with DOCs, and recommending that state guardianship laws permit guardians to
consent on behalf of their wards to such research or interventions).

68 Professor Fins has repeatedly written about patients who are presumed "hopeless" but in
fact are conscious or have the capacity to regain consciousness. See, e.g., FINS, RIGHTS COME TO
MIND, supra note 9, at 98 (describing the erroneous presumption that a patient was "hopeless" and
vegetative when in fact she was in a MCS); Fins, Right to Care, supra note 33, at 174 (noting that
mistaken assumptions about patients in a MCS can "erroneously support decisions to prematurely
withhold and/or withdraw life-sustaining therapy before the patient has had time to declare him or
herself prognostically"); see also Fins et al., Late Recovery, supra note 47, at 306 (arguing that
decisions about life-sustaining for patients with DOC be fully and scientifically informed).

69 Id. at 301 (describing how patients in MCS may be in pain, but unable to communicate it);
Giacino et al., supra note 7, at 9 (describing how those in MCS should have pain treated because
they can subjectively experience pain unlike those in VS).

245



YALE JOURNAL OF HEALTH POLICY, LAW, AND ETHICS

MCS. Some studies cite a misdiagnosis rate of approximately 30-40%."o The rate
of misdiagnosis is high, in part, because of the intermittent consciousness a
patient in MCS experiences," and because without proper neuropsychiatric
testing, it may be impossible to recognize or elicit behavioral manifestations of
consciousness.72 It is also due to the recentness of the diagnostic category and
lack of knowledge in the broader medical community about this condition.73 It is
also because

patients with disorders of consciousness may need a longer
period of time to declare themselves than other critically ill
patients in the acute care setting. In a setting where decisional
constructs operate in days and weeks, and not months, it
becomes too easy to mistake the failure to improve quickly as an
indication that no improvement will be possible at all.

If patients are incorrectly assessed as being in a permanent VS rather than
MCS, they will not receive rehabilitation because those in a permanent VS by
definition cannot recover.

Another reason that patients with DOC lack access to rehabilitation is what
has been referred to as the "culture of nihilism" surrounding severe brain injury. 6

Given that patients with severe brain injury and subsequent DOC may be viewed
as hopeless by health care professionals and society at large, perhaps in part due

70 Caroline Schnakers et al., Diagnostic Accuracy of the Vegetative and Minimally Conscious
State: Clinical Consensus Versus Standardized Neurobehavioral Assessment, 9 BMC NEUROLOGY
35 (2009).

71 Fins, Neuroethics, supra note 32, at 340-41 ("The behaviors that patients manifest in
consciousness are episodic and intermittent but definite. They are not captured in a single
examination, and if a family sees a behavior and only reports it to a nursing home staff, the staff are
likely to discount the observation, chalking it up to denial, especially when the patient has come
from an academic medical center in which the patient was definitely diagnosed as being
vegetative.").

72 Some patients may not have motor function. See FINs, RIGHTS COME TO MIND, supra note
9, at 300; Fins, Neuroethics, supra note 32, at 343 (summarizing a study wherein patients who were
thought to be vegetative were shown to be minimally conscious after being able to use yes/no
communication through neuroimaging); Joseph T. Giacino et al., The JFK Coma Recovery Scale-
Revised: Measurement Characteristics and Diagnostic Utility, 85 ARCHIVES PHYSICAL MED. &
REHAB. 2020 (2004) (describing how the revised coma recovery scale was able to identify persons
as being in a minimally conscious state who were formally diagnosed as being in a persistent
vegetative state).

73 Fins, Conscious Burden, supra note 29, at 137 (referring to a "knowledge deficit" of
physicians about the MCS).

74 Fins, Right to Care, supra note 33, at 173-74.
75 Fins, Neuroethics, supra note 32, at 340.
76 FINS, RIGHTS COME TO MIND, supra note 9, at 82; Fins, Conscious Burden, supra note 29,

at 134-36; Fins, Lessons, supra note 32, at 7.

246

16:2 (2016)



A RIGHTS AGENDA FOR SEVERE BRAIN INJURY

to highly publicized right-to-die cases such as Quinlan, Cruzan, and Schiavo,
patients in a VS or MCS with potential to recover may not have this potential
recognized." This is especially unfortunate given that as many as half of those
with DOC recover to some degree over time."

A final reason that patients with DOC lack access to rehabilitation concerns
inpatient rehabilitation admission criteria and health care insurance funding
constraints. In the United States, admission to inpatient rehabilitation depends on
meeting standards inapplicable to those with DOC. For example, admission or
reimbursement standards may require that a patient already be in a MCS upon
discharge from a hospital, or may require "medical necessity" or use an
"improvement standard."" Few patients with severe brain injury and subsequent
DOC can meet these criteria upon release from the hospital, but if given
rehabilitation could recover to the state that is deemed necessary for them to have
access to rehabilitation in the first place."

D. Consequences ofLack ofAccess to Rehabilitation for Persons in a Minimally
Conscious State

What happens to patients in a MCS who lack access to rehabilitation that
could help them recover? If patients are in a MCS upon discharge from the
hospital following medical interventions allowing patients to survive their brain
injury, they are sent to inpatient rehabilitation facilities. Patients in a VS,

77 See FINS, RIGHTS COME TO MIND, supra note 9, at 82; Fins, Minds Apart, supra note 30, at
368-71; Fins, Conscious Burden, supra note 29, at 133, 134-36; see also Joseph J. Fins,
Constructing an Ethical Stereotaxy for Severe Brain Injury: Balancing Risks, Benefits, and Access,
4 NATURE REv. NEUROSCIENCE 323 (2003) (linking the right to die movement and brain injury);
Fins, Minds Apart, supra note 30, at 367 ("Although Quinlan was laudable for enfranchising
patients and families with a right to die, the case's legacy has also had the unintended consequence
of marginalizing a whole class of patients with disorders of brain injury, presumed to be beyond
any hope of recovery and thus undeserving of care."); Giacino et al., supra note 7, at 108-09.

78 See Nakase-Richardson et al., supra note 55; Giacino et al., supra note 7, at 108-109
(describing the ethical implications of the Nakase-Richardson et al. study findings).

79 Giacino et al., supra note 7, at 109. Many scholars have critiqued medical necessity. See,
e.g., FINS, RIGHTS COME TO MIND, supra note 9, at 300; Fins, Conscious Burden, supra note 29, at
132; Fins, Right to Care, supra note 33, at 174; Fins et al., supra note 22. As Professor Fins has
noted,

Long before a patient shows signs of improving behaviorally, his brain may
demonstrate changes that herald recovery. But medical necessity is a construct
that presupposes motor function, a kind of ability that would discriminate
against those who cannot move, who cannot respond to a command because
they cannot control their limbs. For some minimally conscious patients, the
failure to properly assess their minds could lead to the assumption that they
were not conscious, when their nonresponse was due to lack of motor function.

FINS, RIGHTS COME TO MIND, supra note 9, at 300.
80 See Giacino et al., supra note 7, at 109.
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however, are often discharged from hospitals to nursing homes or other
chronic/custodial care facilities." While in nursing homes or other chronic care
facilities, they are often not given the rehabilitation that might speed up their
potential recovery. Importantly, a patient in a VS could transition into a MCS,
but is then lost due to lack of follow up and improper diagnosis. There are two
failures in this process: failure to receive rehabilitation, and if there is
rehabilitation, it is often too truncated to be as effective as possible.8 2

The current infrastructure does not allow for patients in a MCS to realize
their potential, which may require more precise diagnosis and necessitate
specialized treatment. Not all such patients will emerge beyond this state, but
their potential for recovery is not realized when they lack access to services that
could help them. Furthermore, any signs of their recovery of consciousness,
given that their consciousness is intermittent, may be missed given that nursing
home staff is not seeking such indications.83 Patients are often surrounded by
persons who are elderly84 and actively dying, also further conflating their status

81 See FINS, RIGHTS COME TO MIND, supra note 9, at 290; Giacino et al., supra note 7, at 109.
Additionally, families may be encouraged to withhold or withdraw care from the brain-injured
person or to donate the patient's organs. Needless to say, if the patient is minimally conscious or
has the possibility to become so, such a decision is premature. See FINS, RIGHTS COME TO MIND,
supra note 9, at 290; Fins, Right to Care, supra note 33, at 174 (explaining that families may
"erroneously support decisions to prematurely withhold and/or withdraw life-sustaining therapy
before the patient has had time to declare him or herself prognostically"); Fins, Conscious Burden,
supra note 29, at 134-36.

82 John Whyte & Risa Nakase-Richardson, Disorders of Consciousness: Outcomes,
Comorbidities, and Care Needs, 94 ARCHIVES PHYSICAL MED. & REHAB. 1851 (2013)
(summarizing the state of clinical research on DOC, and asserting that late-term recovery from a
DOC is not uncommon and that access to inpatient rehabilitation, which may be helpful, is
problematic given healthcare policies).

83 FINS, RIGHTS COME TO MIND, supra note 9, at 82; Fins, Conscious Burden, supra note 29,
at 138 ("Sometimes these episodic and early flashes of awareness go unnoticed or unappreciated by
staff only to be the harbinger later of more robust recovery of communication function."); Giacino
et al., supra note 7, at 109. As Professor Fins has described elsewhere,

There are additional challenges to diagnostic accuracy because of when the
transition from VS to MCS occurs and where it takes place. At that juncture in
their recovery, patients will likely have been transferred to chronic or long-term
care and be in a setting of lesser medical acuity than the acute care hospital
where definitive medical and surgical care was rendered. Because of the
relative prestige and standing of these centers, physicians in chronic care may
be hesitant to question the discharge diagnosis, even though a diagnostic
revision would only reflect the ongoing biology of recovery and not represent
an assessment error upstream in the provision of care.

Fins, Minds Apart, supra note 30, at 373; see also Fins, Right to Care, supra note 33, at 174
(reporting that acute-care practitioners may not appreciate upon discharge the potential for their
patients to improve over time).

84 FINS, RIGHTS COME TO MIND, supra note 9, at 308; Fins, Minds Apart, supra note 30, at 382
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with people at the end of life. This may be a distressing experience for these
recovering patients who may not be able to communicate their distress."

Finally, these profoundly disabled persons are isolated and segregated from
other conscious persons and from "mainstream medical care."8 6 If their
consciousness were recognized, perhaps through wider use of the scientifically
validated Coma Recovery Scale-Revised (CRS-R) by skilled examiners,'7 then
patients in a MCS could be more fully integrated into society, which is a not only
a desirable social goal, but also legally compelled." Significantly, persons with
MCS are denied full access to interpersonal relationships when they are not given
the tools to help them communicate." This leads to segregation, or what some
have termed "neuronal segregation,"" which can cause both MCS patients and
their families to suffer.

E. How the Injured Brain Is Similar to the Developing Brain

Recent scientific research has demonstrated that the injured brain is resilient
and has the potential to recover to some degree after sustaining trauma." As
Professor Fins has noted in a recent book, there is a

developmental capacity of injured brains to recover and regain
ground, if properly assisted. Education for the young and
rehabilitation for the brain injured are more closely linked if
recovery from brain injury is viewed in a developmental frame.
That is, an unfolding process that occurs as a process of an
evolving biology from a new set point determined by the

* * 92
patient's injury.

(describing how patients with DOC with the potential to recover are surrounded by those in active
decline in nursing homes).

85 FINs, RIGHTS COME TO MIND, supra note 9, at 308.
86 Id. at 291, 298.
87 Giacino et al., supra note 72 (describing how the revised coma recovery scale can

distinguish the MCS from the VS).
88 See American with Disabilities Act, 42 U.S.C. § 12101 (2012); see also G.A. Res. 61/106,

Convention on the Rights of Persons with Disabilities, art. 26 (Jan. 24, 2007) (emphasizing the
rights of disabled individuals to be integrated into society through rehabilitative services); FINS,
RIGHTS COME TO MIND, supra note 9, at 294 ("If individuals who might be able to communicate are
denied the resources to do so, they are then denied access to being maximally integrated into
society.").

89 FINs, RIGHTS COME TO MIND, supra note 9, at 299.
90 Id. at 290-91.
91 Henning U. Voss et al., Possible Axonal Regrowth in Late Recovery from the Minimally

Conscious State, 116 J. CLINICAL INVESTIGATION 2005 (2006).
92 FINS, RIGHTS COME TO MIND, supra note 9, at 306.
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In both the young developing brain and in the injured recovering brain, there
is new axonal growth (connections between neurons).9 3 Both the young brain and
the injured brain appear to share a common mechanism of axonal sprouting: the
first as a developmental process, and the second as a regenerative one with new
axonal connections between remaining neurons.9 4

Education assists in the developmental process, and rehabilitation assists
in the healing process." In fact, those with brain injury often speak of their
recovery in terms of "re-learning," which supports the link between education of
the developing brain and rehabilitation of the injured brain.9 6 It may be
instructive to think of rehabilitation of the injured brain as an educational
intervention as much as a medical intervention. As Professor Fins has described
elsewhere:

Both childhood education and brain injury rehabilitation are
linked to developmental processes. Education is coupled with the
progressively maturing brain, with curricula geared to what is
cognitively and socially possible for young and developing
minds. Brain-injury rehabilitation can be also understood as
hinging upon a recuperative process that often retraces earlier
developmental milestones. This recapitulation of an earlier
process is made necessary by the setback of injury. Like the
education of a child, brain injury rehabilitation's purpose is to
help an individual meet the progressive functional goals and to
maximize one's potential. If this premise is accepted, then
rehabilitation is as important to the injured citizen as school is to
the young child. In a Rawlsian frame, then, each provides the
individual with the capabilities to maximize their participation in
a shared democratic life.97

Research findings from contemporary neuroscience supports this analogy.9'

93 Id.; Fins, Lessons, supra note 32, at 10; Randolph J. Nudo, Recovery After Brain Injury:
Mechanisms and Principles, 7 FRONTIERS HUM. NEUROSCIENCE 887 (2013) (reviewing the literature
on neuroplasticity).

94 See Nudo, supra note 93; Voss et al., supra note 91.
95 See FINs, RIGHTS COME TO MIND, supra note 9, at 306-07 ("Like the education of a child,

brain injury rehabilitation's purpose is to help an individual meet progressive functional goals and
to maximize one's potential . . .

96 Id.
97 Fins, Minds Apart, supra note 30, at 381.
98 Nudo, supra note 93, at 11 ("As a result of the abundance of evidence that has

demonstrated that the brain is plastic after neuronal injury, and that behavioral experience can alter
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As noted in a recent review article of neuroplasticity research, "Clues to
understanding plasticity in adult brains can be found throughout the
developmental neuroscience literature . . . . Though long-range axonal sprouting
was once through to be non-existent in adult animals, injury creates a particularly
ripe environment for axonal sprouting processes to be re-initiated.""

Many persons could benefit from rehabilitation and other medical
interventions. We confine our analogy of rehabilitation and education to medical
conditions in which there is potential for the brain to heal in response to repeated
"learning" exercises, which is similar to how a brain develops early in the life
course in response to educational interventions. That is, persons with brain injury
and subsequent DOCs are distinct in this way compared to someone with arthritis
who may need access to drugs or physical therapy to treat their condition. The
regenerative process that occurs in response to rehabilitation of the injured brain
recapitulates the earlier developmental script, which is why the analogy to
education early in the life course is especially apt.

II. IMPERATIVE To PROVIDE REHABILITATION TO THE INJURED BRAIN

In this Part, we argue that it is ethically and legally imperative to provide
rehabilitative technologies to patients with DOC. There are two bases for this
assertion. Beyond respect for personhood, there is an ethical imperative to
provide rehabilitation to the injured brain by analogy to the legally created
expectation that children will be provided with free public education. Second,
there is a statutory right to rehabilitation of the injured brain under the Americans
with Disabilities Act and case law interpreting this Act. We conclude this Part
by addressing objections to our arguments.

A. By Analogy to Expectation ofAccess to Free Public Education

1. Expectation ofAccess to Free Public Education

Education is a fundamental right in many countries, written into their
constitutional text.1' Education is also recognized as a right in international legal

neuronal structure and function in both healthy and injured brains, it is now clear that principles of
neuroplasticity can form the foundation for a wide range of therapeutic approaches to recovery.").

99 Id.
100 See Stephen Lurie, Why Doesn't the Constitution Guarantee the Right to Education?,

ATLANTIC (Oct. 16, 2013), http://www.theatlantic.com/education/archive/2013/10/why-doesnt-the-
constitution-guarantee-the-right-to-education/280583 (describing how the United States is
relatively unique in not guaranteeing such a constitutional right); see also Bert B. Lockwood et al.,
Litigating State Constitutional Rights to Happiness and Safety: A Strategy for Ensuring the
Provision of Basic Needs to the Poor, 2 WM. & MARY BILL RTS. J. 1, 16, 23 (1993) (noting that
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documents such as the International Covenant on Economic, Social and Cultural
Rights (ICESCR), which the United States has not ratified.' According to
ICESCR, the reason that education is a fundamental human right is because
education can aid in human development, dignity, respect for liberty, and
participation in society.102 The text avers that the state-parties to the ICESCR

agree that education shall be directed to the full development of
the human personality and the sense of its dignity, and shall
strengthen the respect for human rights and fundamental
freedoms. They further agree that education shall enable all
persons to participate effectively in a free society, promote
understanding, tolerance, and friendship among all nations and
all racial, ethnic or religious groups, and further the activities of
the United Nations for the maintenance of peace.103

Whether education is a federal constitutional right in the United States has
been litigated, and the Supreme Court answered in the negative in San Antonio
Independent School District v. Rodriguez.104 In this equal protection case about
how public schools were financed in Texas, the Court stated:

Education, of course, is not among the rights afforded explicit
protection under our Federal Constitution. Nor do we find any
basis for saying it is implicitly so protected. As we have said, the
undisputed importance of education will not, alone, cause this
Court to depart from the usual standard for reviewing a State's
social and economic legislation.'

while the U.S. Constitution does not mention education explicitly, FDR's "Second Bill of Rights"
included a right to education).

101 International Covenant on Economic, Social and Cultural Rights, adopted Dec. 16, 1996,
993 U.N.T.S. 3 (entered into force Jan. 3, 1976). While not binding on U.S. Courts, such
documents may be used to help interpret the U.S. Constitution. See, e.g., Susan H. Bitensky,
Theoretical Foundations for a Right to Education Under the U.S. Constitution: A Beginning to the
End of the National Education Crisis, 86 Nw. U. L. REv. 550, 616-22 (1991). As Professor
Bitensky notes, "The positive right to education as an international human rights norm has the
potential to breathe a more complete and rational meaning into the language of these constitutional
provisions." Id. at 622.

102 International Covenant on Economic, Social and Cultural Rights at 13.1.
103 Id.
104 411 U.S. 1 (1973).
105 Id. at 35.
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Thus, the United States is unique among developed nations in not recognizing an
affirmative constitutional right to education.106

In response, many legal scholars assert that there is such a right." Recent
scholarship asserting that there is a positive constitutional right to education has
argued that the right comes from substantive due process doctrine." The Due
Process clause of the Fourteenth Amendment has been the source of many

106 Lurie, supra note 100 (arguing that one of the reasons that the United States does not rank
well in terms of education systems relative to other countries is because there is not a constitutional
commitment to education and calling for a constitutional amendment, which he asserts will increase
the cultural value placed on education, help improve U.S. education, and make America more
globally competitive).

107 See, e.g., Bitensky, supra note 101 (identifying every possible source in the U.S.
Constitution for a right to education, and asserting that none of the explicit rights have any meaning
without education); Barry Friedman & Sara Solow, The Federal Right to an Adequate Education,
81 GEO. WASH. L. REv. 92 (2013); Daniel S. Greenspahn, A Constitutional Right To Learn: The
Uncertain Allure ofMaking a Federal Case out ofEducation, 59 S.C. L. REV. 755 (2008); Areto A.
Imoukheude, Education Rights and the New Due Process, 47 IND. L. REV. 467 (2014); Edward
Rubin, The Affordable Care Act, the Constitutional Meaning of Statutes, and the Emerging
Doctrine ofPositive Constitutional Rights, 53 WM. & MARY L. REV. 1639, 1715 (2012).

108 See, e.g., Friedman & Solow, supra note 107, at 96 (arguing that there is a right to
"minimally adequate" public education under Due Process Clause); Greenspahn, supra note 107, at
773 (arguing that the 14th Amendment is the best source of such a right); Imoukhuede, supra note
107, at 470, 478, 491-92 (arguing that a right to education should be grounded in liberty-based
arguments that emphasize dignity and the connection of dignity to education, rather than equality-
based arguments that the court has been distancing itself from). Professor Bitensky also leads her
analysis of a right to education under the Due Process Clause. Bitensky, supra note 101, at 579-96.

The Due Process Clause is especially important given that equal protection-based
constitutional claims are difficult to win. Asserting an equal protection claim is unlikely to be
successful in regards to education. See Imoukhuede, supra note 107, at 491-92.

Equal protection-based claims are also especially difficult to prevail with when they pertain to
persons with disabilities who do not get special protections in the form of heightened scrutiny.
Kenji Yoshino, The New Equal Protection, 124 HARv. L. REV. 747, 748, 758-59 (2011). Because
persons with disabilities do not get heightened scrutiny, state action that treats them differently is
more likely to be upheld. Id. at 755-56, 760. Professor Yoshino argues that equality claims are now
brought under the Due Process Clause as "dignity" claims. Id. at 748-50. He argues that this legal
trend can be considered a positive development because the government can respond to an equality-
based claim by "leveling-down," whereas they cannot with a liberty-based claim. Id. at 787. Some
Supreme Court Justices dislike constitutional dignity claims, however. See, e.g, Obergefell v.
Hodges, 135 S. Ct. 2584, 2639 (Thomas, J., dissenting) ("[T]he Constitution contains no 'dignity'
Clause, and even if it did, the government would be incapable of bestowing dignity. Human dignity
has long been understood in this country to be innate.").

The Supreme Court has recently noted the connection between due process and equal
protection. See, e.g., Obergefell, 135 S. Ct., at 2590 ("The Due Process Clause and the Equal
Protection Clause are connected in a profound way. Rights implicit in liberty and rights secured by
equal protection may rest on different precepts and are not always coextensive, yet each may be
instructive as to the meaning and reach of the other."). But see Obergefell, 135 S. Ct., at 2623
(Roberts, C.J., dissenting) ("Absent from this portion of the opinion, however, is anything
resembling our usual framework for deciding equal protection cases.").
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unenumerated constitutional rights, such as the right to privacy.o9 One standard
test for whether something is an implied or unenumerated liberty-based right is
whether the right is grounded in history and tradition. "0 Using this commonsense
test, scholars assert that there is an established constitutional right to education
because of the long history of compulsory education of children and adolescents,
as well as the federal government's historical involvement in granting lands for
public schools,."

Regardless of what legal scholars assert or the presence of compulsory
education across the nation, however, Rodriguez still stands, and the Supreme
Court has not recognized a positive constitutional right to education. Instead, the
Court has explicitly recognized only a negative right to education-that is, a right
to be free from governmental interference in educational choices.1 1

2 The Court
hinted in Rodriguez that there might be some minimum level of education that is
constitutionally protected, however, which leaves open the possibility of an
eventual positive expansion of this right to one that is constitutionally sanctioned

109 See Friedman & Solow, supra note 107, at 107 (describing how judges agree that
unenumerated rights exist). Substantive due process doctrine actually began in education-related
cases. Id. at 119-20.

110 See, e.g., Washingtonv. Glucksburg, 521 U.S. 702, 720-21 (1997) (holding a fundamental
right may exist if it is "objectively, deeply rooted in this Nation's history and tradition" and
"implicit in the concept of ordered liberty, such that neither liberty nor justice would exist if they
were sacrificed"). More "liberal" Justices also look to evolving understandings of what constitutes
a fundamental right. Friedman & Solow, supra note 107, at 108.

In the recent context of whether same-sex marriage is a fundamental right under the Due
Process Clause, the Obergefell Court wrote of the substantive due process test:

Courts must exercise reasoned judgment in identifying interests of the persons
so fundamental that the State must accord them its respect. History and
tradition guide and discipline the inquiry but do not set its outer boundaries.
When new insight reveals discord between the Constitution's central
protections and a received legal stricture, a claim to liberty must be addressed.

Obergefell, 135 S. Ct. at 2589. This new test was critiqued by Chief Justice Roberts, who dissented
from this opinion:

Allowing unelected federal judges to select which unenumerated rights rank as
"fundamental"-and to strike down state laws on the basis of that
determination-raises obvious concerns about the judicial role. Our precedents
have accordingly insisted that judges "exercise the utmost care" in identifying
implied fundamental rights, "lest the liberty protected by the Due Process
Clause be subtly transformed into the policy preferences of the Members of this
Court."

Id. at 2616 (Roberts, C.J., dissenting) (internal citations omitted).
111 Bitensky, supra note 101, at 586-90; Friedman & Solow, supra note 107, at 114-16, 127.
112 See Bitensky, supra note 101, at 563-64, 573, 580-81 (discussing early Supreme Court

cases establishing this negative right).
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and supported.1 13 The Rodriguez Court also opined on the importance of
education, noting that

[c]ompulsory school attendance laws and the great expenditures
for education both demonstrate our recognition of the importance
of education to our democratic society. It is required in the
performance of our most basic public responsibilities, even
service in the armed forces. It is the very foundation of good
citizenship. Today it is a principal instrument in awakening the
child to cultural values, in preparing him for later professional
training, and in helping him to adjust normally to his
environment. In these days, it is doubtful that any child may
reasonably be expected to succeed in life if he is denied the
opportunity of an education.i4

While the Court framed the importance of education initially in terms of
participation in democratic society, a view echoed by others,"' the Court also
recognized other functions of education. For example, the Court noted the
connection between education and employment, normal socialization, adjustment
to one's environment, and success in life. It is these latter functions of education
that are significant to our argument.

While there is no federal constitutional right to education, access to free
public education is, at the very least, an expectation. This is especially so because
there is a right to education at the state and local level.116 In most states, this right

113 San Antonio Indep. Sch. Dist. v. Rodriguez, 411 U.S. 1, 36 (1973) (refusing to concede
that "some identifiable quantum of education is a constitutionally protected" right). Several legal
scholars have also discussed this possibility. Bitensky, supra note 101, at 566-67, 573; Friedman &
Solow, supra note 107, at 117-19; Greenspahn, supra note 107, at 769-72. Greenspahn in particular
notes that the language leaves open this possibility and discusses how the purposes for refusing to
find such a right in the Rodriguez case are no longer applicable, but he ultimately argues that it is
unlikely a court would find such a right given that they are "de-constitutionalizing" schools.
Greenspahn, supra note 107, at 775-79. Professor Bitensky also notes that in other cases, the
Supreme Court describes education not as a right, but also not "merely some governmental
'benefit' indistinguishable from other forms of social welfare legislation." Bitensky, supra note
101, at 568.

114 Rodriguez, 411 U.S. at 29-30 (quoting Brown v. Board of Education, 347 U.S. 483, 493
(1954)).

115 See, e.g., Bitensky, supra note 101, at 596-606 (describing the connection between
participation in democracy and education).

116 Imoukhuede, supra note 107, at 492; James E. Ryan, A Constitutional Right to
Preschool?, 94 CAL. L. REv. 49 (2006). Note that there is federal financing for and federal
legislation about education, so there is a mixed federal-state system of and right to public
education. See Friedman & Solow, supra note 107, at 142-43, 146-47 (describing how No Child
Left Behind provides some funding for education, and federal spending on education has increased
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is referenced in the state constitution."' Additionally, every single state has set up
a free public education system for children and adolescents, supported by local
and state taxes, and compels attendance." Through litigation at the state level
over the past several decades, the right to education has been defined as a right to
"minimally adequate" rather than "equal" education."'

Given the legally created expectation of free public education for children
and adolescents, along with a longstanding history of the provision of such
education, there is an ethical obligation-if not a constitutional duty-to
continue providing such education in order to meet citizens' expectations.
Indeed, this ethical obligation is particularly pronounced because education is so
important for a functioning democratic society, as noted by the Rodriguez
Court.120

2. Rehabilitation of an Injured Brain Is Similar to Education of a
Developing Brain

As discussed above,12 1 the rehabilitation of the injured brain is similar in
many respects to the education of the developing brain. Just as the "first few
years of life are crucial for cognitive development,"1 22 and early childhood
education aids in this development, so is timely and consistent rehabilitation of
the injured brain necessary for healing and "redevelopment" of the brain and
restoration of brain function.

There is also reason to believe that the bipartisan political support for
preschool would also exist for brain-injured persons with DOCs.123 People

over time); Greenspahn, supra note 107, at 781-82 (describing how the majority of funding for
education comes from the local and state level).

117 Friedman & Solow, supra note 107, at 116-17; Greenspahn, supra note 107, at 779-80;
Ryan, supra note 116, at 53, 69 (noting that all state constitutions reference education in some way,
but excepting seven states, all are silent as to the age at which public education is required).

118 Greenspahn, supra note 107, at 774, 781-82 (noting that school attendance is compulsory
and noting that the source of funding for education is primarily states and municipalities).

119 After the Rodriguez decision, advocates for educational reform began bringing equal
protection lawsuits at the state level, under the state constitutions. They had mixed success, losing
more often than they won. They then started demanding "adequate" rather than "equal" education,
and were much more successful. See Friedman & Solow, supra note 107, at 127-32; Greenspahn,
supra note 107; Ryan, supra note 116, at 74.

120 San Antonio Indep. Sch. Dist. v. Rodriguez, 411 U.S. 1 (1973).
121 See discussion supra Section I.E.
122 Ryan, supra note 116, at 50 (arguing that this is, in part, why people widely support

preschool).
123 Id. at 51 ("[T]he beneficiaries are a sympathetic and appealing group. One can hardly

blame these young children for their own circumstances. They are as innocent and untainted as any
group can be. Assisting children at this stage in their lives, to get them 'on the right path,' is an
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support preschool so that children can have equality of opportunity, and because
preschoolers need someone to provide them with education and care.12 4

Similarly, brain-injured persons need provision of education and care. Both
preschool and rehabilitation post-brain-injury are pivotal developmental periods.

3. If Understood as Education, Minimally Adequate Rehabilitation of
Injured Brain Is Ethically Compelled

Given that rehabilitation of an injured brain can be thought of as similar to
education of the developing brain, and given that there is a legally created
expectation that the state will provide children, whose brains are developing,
with education, we argue that rehabilitation of the injured brain should also be
provided. Given the content of the state-level right to education is, at a minimum,
the right to an "adequate" education, brain-injured persons with disorders of
consciousness should receive "adequate" rehabilitation. This means that instead
of being isolated in custodial care facilities, these patients should be given access
to quasi-educational interventions that may aid them in realizing their post-injury
potential. We recognize that this is a novel argument, and there is likely to be
resistance to our assertions. Whatever one's perspective, however, it is difficult
to disagree with the premise that it is time to engage in a dialogue,
accommodating ethical and legal challenges prompted by advances in
neuroscience in diagnosis and treatment of DOCs.

Some may argue that because the legal expectation that persons will be
provided with education is only extended to children aged five or six to around
age eighteen, and not to adults,12 5 our analogy is flawed because we are arguing
for rehabilitation of injured adult brains. If, however, this expectation of
education is conceived not based on chronology, but instead based on
potentiality, our analogy survives. That is, if the purpose of education is not to
educate children and adolescents, but instead the purpose of education is educate
developing brains, which need education to reach their potential, then it makes

inherently attractive idea....").
124 Id. People also support education for persons with disabilities, also because of a strong

belief in equality of opportunity. This principle is embodied in the Individuals with Disabilities
Education Act (IDEA), 20 U.S.C. §§ 1400-82 (2012). The IDEA promotes integrated education to
the extent possible. Integration of persons with disabilities is important because segregation causes
feelings of inferiority, as noted by the Brown Court. Brown v. Board of Education, 347 U.S. 483,
494 (1954) ("To separate [students] ... because of their race generates a feeling of inferiority as to
their status in the community that may affect their hearts and mind in a way unlikely to ever be
undone.").

125 This right has not been extended to preschool or college. Some have argued that there
should be a constitutional right to preschool, but have stopped short of arguing for such a right to
college. See Ryan, supra note 116, at 88-90.
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sense that there should be an expectation of re-education of an injured brain,
which has potential to more fully develop. We do believe that the purpose of
legally mandated free public education of children is based on potentiality rather
than chronology, and therefore assert that our analogy between education of
developing brains and rehabilitation of an injured brain is proper. That is, persons
with brain injury have a period post-injury in which they go through a
developmental process similar to that of early life, which is why we advocate for
rehabilitative resources during this window of opportunity.

Some may also argue that the primary purpose of free public education of
children is to prepare them to participate in democratic society, and that given the
uncertainty about persons with a DOC or in a MCS being able, in the future, to
exercise their rights to free speech or to vote, the rationale for asserting there
should be access to rehabilitation for an injured brain based on the legal
expectation of access to a free public education is not applicable. To this
criticism of our argument, we respond by pointing to the IDEA, 126 which applies
to persons who may never fully participate in democracy.

The IDEA strives to ensure that children with disabilities are provided
access to a free public education, tailored to their individual circumstances,
regardless of their disability and independent of their capacity to fully participate
as citizens.127 In the "Findings" section of the IDEA, Congress states:

Disability is a natural part of the human experience and in no way
diminishes the right of individuals to participate in or contribute to society.
Improving educational results for children with disabilities is an essential element
of our national policy of ensuring equality of opportunity, full participation,
independent living, and economic self-sufficiency for individuals with
disabilities.

Notably, while participation in society is mentioned as one reason for the
policy of educating children with disabilities, so are reasons such as living
independently and having equal opportunity. Even children who may never be
able to fully participate in democratic society are guaranteed an education
because of the importance of education for community participation and
integration. 128

Similar to children with profound intellectual disabilities who may never
be able to fully participate in democratic society, persons in a MCS may likewise

126 Individuals with Disabilities Education Act, 20 U.S.C. §§ 1400-82 (2012).
127 Id. § 1400(d)(1)(A) ("The purposes of this title are to ensure that all children with

disabilities have available to them a free appropriate public education that emphasizes special
education and related services designed to meet their unique needs and prepare them for
employment and independent living."); see also FINs, RIGHTS COME TO MIND, supra note 9, at 307-
08 (discussing the IDEA in the context of brain injury).

128 The IDEA provides for transition services to focus on outcomes such as community
participation. See id. § 1401(34)(A).
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not be able to fully participate. This possibility does not mean, however, that
persons in a MCS should not be given rehabilitation, which may have other
benefits, such as enhancing communication abilities, thus making it possible for
them to be more integrated in society. Therefore, we assert that even given the
uncertainty about the ability of persons in a MCS to fully participate in
democratic society, there should be a recognized expectation to rehabilitation of
the injured brain, a direct consequence of the nation's commitment to educating
all persons and allowing them to develop to their full potential.

Given past and existing political support for preschool29 and for
educating children with disabilities,1 3 0 and the similarity between educating the
developing brain and rehabilitating the injured brain, we believe that government
officials may be receptive to political advocacy on behalf of persons with DOC,
urging access to rehabilitation.

B. By Statute and Case Law

This Section describes important legislation and jurisprudence that address
disability rights, how lack of access to rehabilitation for persons with DOCs
violates these laws and their purposes as currently written, what may be gained
by a lawsuit under the ADA on behalf of persons with DOCs, and the role that
considerations of cost plays in accommodating persons with disabilities.

1. Purpose of the Rehabilitation Act of 1973, ADA, ADAAA, and Olmstead

Some legal scholars argue that certain pieces of legislation actually interpret
the Constitution and define positive rights that the Constitution failed to
unenumerated.13 1 In particular, legislation can help define broad constitutional
purposes such as liberty, equality, and a strong national government.1 32 It is
through legislation that positive-rather than solely negative-rights may more
legitimately be created.133

This perspective on how legislation can and should aid in interpreting the
Constitution may not be widely shared, especially by the Supreme Court Justices
themselves.13 4 However, even conservative Supreme Court Justices note the
importance of major rights being created or announced through legislation rather
than through the courts under a substantive due process, liberty-based analysis.

129 See Ryan, supra note 116, at 49-50.
130 See 20 U.S.C.. § 1400(d)(1)(A).
131 See, e.g., Rubin, supra note 107, at 1694.
132 Id. at 1669.
133 Id. at 1668 (arguing that the next step in realizing the Constitution's main purposes is to

recognize positive rights)
134 Id. at 1693-94.
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This perspective was reaffirmed in the strongly worded dissents in the recent
Obergefell decision,1 35 lamenting that the Court decided that gay marriage was a
right instead of allowing the country to come to this outcome through a
democratic process.13 6

Whether one views the Rehabilitation Act of 1973, the Americans with
Disabilities Act (ADA) of 1990, or the Americans with Disabilities Act
Amendments Act (ADAAA) of 2008 as interpreting constitutional values or
being policy decisions enacted by democratically elected politicians, these pieces

135 See, e.g., Obergefell v. Hodges, 135 S. Ct. 2584, 2620 (2015) (Roberts, J., dissenting)
("Our cases have consistently refused to allow litigants to convert the shield provided by
constitutional liberties into a sword to demand positive entitlements from the State."); id. at 2631
(Thomas, J., dissenting) ("Since well before 1787, liberty has been understood as freedom from
government action, not entitlement to government benefits.").

136 See e.g., id. at 2642 (Alito, J., dissenting) ("The Members of this Court have the authority
and the responsibility to interpret and apply the Constitution. Thus, if the Constitution contained a
provision guaranteeing the right to marry a person of the same sex, it would be our duty to enforce
that right. But the Constitution simply does not speak to the issue of same-sex marriage. In our
system of government, ultimate sovereignty rests with the people, and the people have the right to
control their own destiny. Any change on a question so fundamental should be made by the people
through their elected officials." (quoting United States v. Windsor, 133 S. Ct. 2675, 2715-16
(2013))).

Law professors have made similar observations as the dissenting justices in Obergefell. For
example, Professor Rubin notes that some believe that courts should not be asserting positive
rights, which is a policy decision best left to legislatures, which are accountable to the people in
ways that unelected federal judges are not. See Rubin, supra note 107, at 1706-07, 1710. Even
when judges do assert positive rights, they still often nod to the importance of the legislature in
asserting them. See, e.g., Obergefell, 135 S. Ct. at 2591 ("While the Constitution contemplates that
democracy is the appropriate process for change, individuals who are harmed need not await
legislative action before asserting a fundamental right."); see also id at 2605 (majority opinion)
("Of course, the Constitution contemplates that democracy is the appropriate process for change, so
long as that process does not abridge fundamental rights.").

Liberal Justices would also prefer that social change occur through other branches of
government. For example, Professor Bagenstos notes that Justice Ginsburg thinks that social
change through the courts should be incremental and accomplished in tandem with other branches
of the government. See Samuel R. Bagenstos, Justice Ginsburg and the Judicial Role in Expanding
"We the People ": The Disability Rights Cases, 104 COLUM. L. REv 49, 50, 56-59 (2004) ("[C]ourts
could not make broad-scale social change alone but must do so in dialogue with more
representative, participatory institutions of government."). The reason for this is described well by
Chief Justice Roberts in his Obergefell dissent:

When decisions are reached through democratic means, some people will
inevitably be disappointed with the results. But those whose views do not
prevail at least know that they have had their say, and accordingly are-in the
tradition of our political culture-reconciled to the result of a fair and honest
debate. In addition, they can gear up to raise the issue later, hoping to persuade
enough on the winning side to think again .... By deciding this question under
the Constitution, the Court removes it from the realm of democratic decision.

Obergefell, 135 S. Ct. at 2625 (Roberts, C.J., dissenting).
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of legislation send a clear and strong message about the U.S. government's
attitude toward the disabled population. The purpose of this legislation,
particularly the ADA and ADAAA, is to ensure the full participation of persons
with disabilities in society; to prohibit discrimination against persons with
disabilities; and to prioritize integration of persons with disabilities into their
communities instead of encouraging or permitting their isolation and
segregation.137

While the Rehabilitation Act of 1973138 was focused on aiding individuals
with disabilities in gaining employment,13 9 it also recognized the importance of
the goals of independence and self-sufficiency even for those for whom
employment would not be possible.14 0 The ADA focused more broadly than on
employment, extending section 504 of the Rehabilitation Act, which referenced
nondiscrimination, giving its intent more bite.141 As noted by Professor Cook, the

137 As the ADA states, "[T]he Nation's proper goals regarding individuals with disabilities
are to assure equality of opportunity, full participation, independent living, and economic self-
sufficiency for such individuals." 42 U.S.C. § 12101(a)(7) (2012).

138 Rehabilitation Act of 1973, Pub. L. No. 93-112, 87 Stat. 355 (codified as amended in
scattered sections of 29 U.S.C. §§ 700-796).

139 Id. § 100(A) ("The purpose of this title is to authorize grants to assist States to meet the
current and future needs of handicapped individuals, so that such individuals may prepare for and
engage in gainful employment to the extent of their capabilities."); Id. § 400(a)(3) ("In carrying out
his duties under this Act, the Secretary shall . . . promote the cause of the rehabilitation of
handicapped individuals and their greater utilization in gainful and suitable employment.").

140 The Rehabilitation Act notes this in various places in the 1973 text, such as:

The purpose of this Act is to provide a statutory basis for the Rehabilitation
Services Administration, and to authorize programs to .. . (3) conduct a study
to develop methods of providing rehabilitation services to meet the current and
future needs of handicapped individuals for whom a vocation goal is not
possible or feasible so that they may improve their ability to live with greater
independence and self-sufficiency."

Id. at § 2(3).

"The Secretary shall conduct a comprehensive study ... to assist individuals
with the most severe handicaps who, due to the severity of their handicaps or
other factors such as their age, cannot reasonably be expected to be
rehabilitated for employment but for whom a program of rehabilitation could
improve their ability to live independently or function normally within their
family and community.

Id. at § 130(a)(2).
141 Id at § 504 ("No otherwise qualified handicapped individual in the United States, as

defined in section 706, shall, solely by reason of his handicap, be excluded from the participation in
or be denied the benefits of, or be subjected to discrimination under any program or activity
receiving Federal financial assistance.").

Writing about section 504 of the Rehabilitation Act, Professor Cook asserted:
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ADA's findings section "make[s] it plain as it could be that the primary evil
addressed in the ADA was the segregation that continues to impose an isolated,
denigrated existence upon persons with disabilities."1 4 2 The ADA was intended as

"As a remedy for segregated public services, the Rehabilitation Act and its
contemporaneously enacted regulation have been practically a dead letter ....
Adults with disabilities seeking access to integrated residential and community
services have fared little better. Appellate courts, ignoring substantial section
504 arguments, have permitted government agencies to confine and isolate
persons with disabilities in remote institutions, nursing homes, and other
segregated facilities . . . . When it comes to the segregation of persons with
disabilities, federal compliance officers have largely turned their heads."

Timothy M. Cook, The Americans with Disabilities Act: The Move to Integration, 64 TEMP. L. REv.
393, 394-96 (1991). Thus, "[i]n the ADA, Congress determined, as apparently did the Executive,
that section 504 simply was not working as a means of eradicating discrimination and segregation
in this country." Id. at 416. Cook asserted that the blind, deaf, and persons with mobility disabilities
were more successful in 504 claims, but not those segregated in "isolated settings." Id. at 396.

In Olmstead v. L.C. ex rel. Zimring, the Supreme Court also recognized the evolution of
protection for persons with disabilities over time. 527 U.S. 581, 599 (1999) ("The ADA stepped up
earlier measures to secure opportunities for people with developmental disabilities to enjoy the
benefits of community living."). Unlike earlier legislation like the Rehabilitation Act, the ADA
asserts that segregation of persons with disabilities is discrimination. Id. at 600.

142 Cook, supra note 141, at 398. Polling done just a few years prior to the passage of the
ADA showed that the disabled were much less likely than the non-disabled to attend events in their
communities. See Robert L. Burgdorf, Jr., "Equal Members of the Community": The Public
Accommodations Provision of the Americans with Disabilities Act, 64 TEmp. L. REv. 551, 554-55
(1991). The reasons they cited were not feeling welcome and also barriers to participation (such as
architectural barriers). Id. This means that they are highly isolated relative to other persons. Id.

Cook also draws a connection between state-sponsored segregation of the disabled with state-
sponsored segregation based on race. Cook, supra note 141, at 404-07.

Congress made it plain in the ADA's legislative history that it believed the
evils of segregation by race to be the same as the evils of segregation by
disability. Congress regarded Brown as an equally important basis for
eradicating disability segregation as it had been in striking down classifications
based on race.

Id. at 410. He cites the statements of several members of Congress that linked segregation based on
race to that based on ability status. Id. at 410 n. 120. In both cases, segregation causes harm, and is a
violation of civil rights. Importantly, however, the courts have not recognized disability to be a
suspect class, receiving higher scrutiny in Equal Protection cases, and so the ADA becomes very
important in protecting the civil rights of persons with disabilities. For a discussion of courts'
"deferential standard of review to state-imposed classifications based upon disability," and how
Congress responded by raising the standard of review by enacting the ADA, see id at 433-34, 438.
In fact, Congress modeled language in the ADA after language in the 1964 Civil Rights Act, which
in Cook's view shows that Congress intended discrimination on the basis of disability to be taken
as seriously as discrimination on the basis of race. Id. at 438-39.

Other scholars have also focused on the connection between the civil rights movement and the
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"a comprehensive piece of civil rights legislation [that] promises a new future: a
future of inclusion and integration, and the end of exclusion and segregation."4 3

disability rights movement. See, e.g., FINS, RIGHTS COME TO MIND, supra note 9, at 286-311;
Bagenstos, supra note 136, at 51, 55.

Some have critiqued how the ADA was modeled after the Civil Rights Act of 1964, however.
Bonnie Poitras Tucker, The ADA 's Revolving Door: Inherent Flaws in the Civil Rights Paradigm,
62 OHIO ST. L.J. 335, 342-43 (2001) (arguing that the ADA should instead have been based on
"human" rights principles). Tucker writes, "As a civil rights law the ADA purports to require equal
treatment for people with disabilities. In recognition of the fact that equal treatment does not lead to
inclusion in the mainstream for many people with disabilities, however, the ADA requires different
treatment for people with disabilities." Id. at 345. Tucker argues that unlike in the case of race,
disability often requires affirmative action on behalf of or differential treatment toward the disabled
(rather than "equal" treatment) in order to result in equal outcomes; that is, "reasonable
accommodations" are "affirmative action." Id. at 354. Tucker notes that "[slince equal treatment of
people with disabilities often leads to unequal results, different treatment is required to ensure
equivalent results." Id.

Tucker also discusses the differences between discrimination on the basis of race (often
intentional and active) and that based on disability (often passive). Id. at 363-64. She writes that
" [t]he more frequent scenario concerning different treatment of people with disabilities involves not
the deliberate, affirmative exclusion from programs or activities, but the passive failure to provide
affirmative assistance to make inclusion possible." Id. at 364. This again makes the modeling of the
ADA after the Civil Rights Act of 1964 problematic, since while action can be race-neutral, it
cannot really be disability-neutral given that disability is a relevant difference in how one is treated.
Id. at 365-66.

143 Cook, supra note 141, at 425 (quoting H.R. REP. No. 101-485, pt. 3 at 26 (1990)). As an
example of the excitement with which disability advocates viewed the ADA, see the following
assessment just after its passage:

The Americans with Disabilities Act ("ADA") is a landmark piece of
legislation guaranteeing the civil rights of forty-three million Americans with
disabilities. The ADA is the most significant civil rights legislation since the
Civil Rights Act of 1964. Its enactment will profoundly change the legal rights
of individuals with disabilities. The ADA points toward a future in which its
promise of civil rights will join existing programs of financial support to create
meaningful equality of opportunity for disabled individuals.

Nancy Lee Jones, Overview and Essential Requirements of the Americans with Disabilities Act, 64
TEMP. L. REv. 471, 471 (1991). But see Mary Johnson, Before Its Time: Public Perception of
Disability Rights, the Americans with Disabilities Act, and the Future of Access and
Accommodation, 23 WASH. U. J.L. & POL'Y 121, 136-37 (2007) (discussing how the actual ADA is
not exactly civil rights legislation). Johnson writes:

After the revisions, the bill read less like a true civil rights law than a strange
hybrid based on the understanding our national legislators and their staffs had
about disability law. It was based on the understanding that disability law was
a kind of benefits-based legislation that gave something to a group of people-
like Social Security, disability benefits, or rehabilitation services, services that
you only got if you qualified as disabled. . . . Disability was still viewed as a
medical problem making one incapable of working (and, with a doctor's okay,
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Such integration would often require modifications and auxiliary aids and
services, unless providing such accommodations would be an undue hardship or
fundamentally alter a program.1 4 4

Although Congress originally enacted the ADA in 1990, Congress amended
it in 2008 in legislation entitled Americans with Disabilities Amendments Act
(ADAAA), in response to courts limiting protection for the disabled in a way
Congress had not intended.145 Congress stated:

[I]n enacting the Americans with Disabilities Act of 1990
(ADA), Congress intended that the Act "provide a clear and
comprehensive national mandate for the elimination of
discrimination against individuals with disabilities" and provide
broad coverage . . . . [T]he holdings of the Supreme Court ...
have narrowed the broad scope of protection intended to be
afforded by the ADA, thus eliminating protection for many
individuals whom Congress intended to protect.'4 6

Congress responded by rejecting the Supreme Court's narrow interpretation
of disability1 47 and clearly affirming commitment to the original purposes of the

entitled to benefits) when the ADA was enacted. Disability rights activists had
conceived it as a civil rights law, but almost nobody else understood what 'civil
rights' could possibly mean when it came to disabled people.

Id. at 136-38. This lack of understanding extended to judges who viewed the ADA as "a form of
public benefit program for people with disabilities rather than a mandate for equality." Id. at 139
(quoting Matthew Diller, Judicial Backlash, the ADA and the Civil Rights Model, 21 BERKELEY J.
EMP. & LAB. L. 19, 23 (2000)). Disability advocates wanted the ADA to be treated as an
antidiscrimination statute rather than as an entitlement program. Id. at 141.

144 Cook, supra note 141, at 428, 430. For a critique of how the ADA provides exceptions
for cost or business considerations unlike other civil rights legislation, see Johnson, supra note 143,
at 123, 127 ("The ADA is a civil rights act with an economic loophole built in: it says if assuring
rights of access cost too much they do not have to be granted.").

145 Some scholars have argued that courts limited the promise of the ADA because they were
uncomfortable with the affirmative action required by this piece of legislation. See, e.g., Tucker,
supra note 142.

146 Americans with Disabilities Amendments Act of 2008, Pub. L. No. 110-325, § 2(a)(1),
(4), 122 Stat. 3553, 3553 (quoting 42 U.S.C. § 12101(b)(1) (2012)).

147 Id. at § 12101(b). For a discussion of how the ADAAA modified the ADA, see Alex B.
Long, Introducing the New and Improved Americans with Disabilities Act: Assessing the ADA
Amendments Act of 2008, 103 NW. L. REV. COLLOQUY 217. Professor Long describes how the
ADA was a disappointment in the employment context because the Supreme Court narrowly
construed "disability." Id. at 217-18. The ADAAA was amended to reject this narrow definition. Id.
at 219-21.

Johnson argues that the reason the courts did not find for disabled plaintiffs under the original
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ADA.
The history of disability rights legislation is one of increasing protection for

those with disability. The ADA extended the Rehabilitation Act's
nondiscrimination protections to cover entities that do not receive federal
funds.14 8 The ADAAA expanded upon the ADA to broaden the definition of
disability. Despite these expansions, there are still gaps in the legislation. For
example, there are still significant questions about what constitutes reasonable
accommodations or modifications. These terms are not defined in either the ADA
or the ADAAA, and when the courts address the issue, the cases tend to be too
fact-specific to act as precedent.14 9 To date, neither legislation nor case law
addresses what reasonable accommodations or modifications are for persons with
DOCs.

Olmstead is the leading Supreme Court case interpreting the Title II of the
ADA as promoting integration of the disabled into mainstream society when
possible.5 0 The ADA explicitly asserts that segregation of the disabled is a form

version of the ADA was because they did not fully understand the principles of the ADA. She
asserts that the reason judges did not understand the principles is that the legislation was passed
based on the lobbying of disability rights activists who did not also lobby the public or the media,
explaining the reasons disability rights legislation was needed. Johnson, supra note 143, at 121-22.
She contrasts the ADA with other civil rights legislation, which was publicly discussed; unlike the
Civil Rights Act of 1964, most Americans did not know about the ADA. Id. at 123. Another reason
why Congress's intent was not implemented was because of the backlash to the ADA that played
out in the press, stating that unlike other pieces of civil rights legislation that just prohibited action,
the ADA required affirmative obligations that were costly ("special benefits"). Id. at 130-31; see
also Tucker, supra note 142, at 337-40 (arguing that the ADA was passed before Americans were
ready to accept its principles and there has thus been backlash). The way to limit the ADA was to
limit to whom the ADA applied, and thus the definition of disability was limited. Johnson, supra
note 143, at 132. But see Stephen L. Mikochik, The Constitution and the Americans with
Disabilities Act: Some First Impressions, 64 TEMP. L. REV. 619, 624-25 (1991) (asserting that the
ADA was discussed and debated over years at both the federal and state government level and thus
"did not steal upon unsuspecting states"); see also Jones, supra note 143, 472-75 (describing the
lengthy process of passage of the ADA). While Johnson appears to fault disability rights activists
for not making their case for the passage of the ADA to the press, one could just as easily fault
journalists for failing to cover the proposed legislation.

148 Johnson, supra note 143, at 126; Jones, supra note 143, at 475-76 ("A key rationale used
to support the ADA was that it essentially extended into the private sector an existing federal
statute.").

149 Long, supra note 147, at 228 ("[T]he few times the Supreme Court has addressed the
concept of reasonable accommodation or reasonable modification, the cases have been so fact
specific as to provide little guidance for future cases."); see also Jones, supra note 143, at 479.

150 Writing for the Court, Justice Ginsburg stated:

[W]e conclude that, under Title II of the ADA, States are required to provide
community-based treatment for persons with mental disabilities when the
State's treatment professionals determine that such placement is appropriate,
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of discrimination, which the legislation seeks to eliminate.5 Writing for the
Court, Justice Ginsburg noted the connection between segregation of persons
with disabilities in institutions and discrimination:

Recognition that unjustified institutional isolation of persons
with disabilities is a form of discrimination reflects two evident
judgments. First, institutional placement of persons who can
handle and benefit from community settings perpetuates
unwarranted assumptions that persons so isolated are incapable
or unworthy of participating in community life. Second,
confinement in an institution severely diminishes the everyday
life activities of individuals, including family relations, social
contacts, work options, economic independence, educational
advancement, and cultural enrichment. Dissimilar treatment
correspondingly exists in this key respect: In order to receive
needed medical services, persons with mental disabilities must,
because of those disabilities, relinquish participation in
community life they could enjoy given reasonable
accommodations, while persons without mental disabilities can
receive the medical services they need without similar
sacrifice.5 2

Although Olmstead specifically considered whether the institutionalization
of those with intellectual disabilities was a violation of Title II of the ADA, its
reasoning about isolation and segregation and the connection to discrimination

the affected persons do not oppose such treatment, and the placement can be
reasonably accommodated, taking into account the resources available to the
State and the needs of others with mental disabilities.

Olmstead v. L.C. ex rel. Zimring, 527 U.S. 581, 607 (1999).
For a discussion of the limitations of Olmstead, see David Fergeler, The Constitutional Right

to Community Services, 26 GA. ST. U. L. REv. 763 (2009-10). Fergeler focuses on the lack of
definition for key terms in the Court's qualified holding. He argues that by not providing precise
definitions, states have latitude to keep persons with intellectual disabilities in institutions for no
rational reason. Id.

151 See Cook supra note, 141, at 399-414 (describing a history of state-sponsored segregation
of persons with disabilities). But see Olmstead, 527 U.S. at 623 (Thomas, J., dissenting) ("At
bottom, the type of claim approved of by the majority does not concern a prohibition against certain
conduct (the traditional understanding of discrimination), but rather imposition of a standard of
care."); see also Tucker, supra note 142 (discussing how the Justices are uncomfortable with the
reality that eliminating discrimination requires affirmative action in the case of disability).

152 Olmstead, 527 U.S. at 600-01 (internal citations omitted).
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similarly applies to those in a MCS and to Title III of the ADA.15 3 The
assumptions of "incapable" and "unworthy" point to an assessment of the
potentiality of persons with a DOC, particularly those in the MCS.1 54 Their
potentiality is unknown, however, if there are no rehabilitative interventions.
These brain-injured but conscious persons are assumed to be unable to participate
in society, and so are segregated in custodial care, with diminished quality of life.
They are also not integrated into the community because they are not given
access to functional communication (referring generally to neuroprosthetics and
rehabilitative technologies)."' Failure to provide this is unlawful
discrimination.1 5 6

2. How Lack ofAccess to Rehabilitation for Those in MCS Violates the ADA
and Olmstead

The minimally conscious are profoundly disabled, and because of this are
covered by existing disability rights legislation and court cases interpreting such
legislation.5 Title I of the ADA is likely not applicable to most persons in an

153 Some have argued that Olmstead will have an impact beyond the issue of
deinstitutionalization. See, e.g., Bagenstos, supra note 136, at 55. This case is often referred to as
the "Brown v. Board of Education of the disability rights movement." Id. at 49. The reasons for
drawing this connection between the cases are twofold, according to Bagenstos:

First, the direct holding of the case squarely attacked a practice that the
disability rights movement had long mobilized against: the isolation of
individuals with disabilities in congregate institutions separate from the
community at large. To disability rights activists, that practice of segregation
bore a striking resemblance to the Jim Crow practices attacked by the African
American civil rights movement. Second-and perhaps more important-the
Olmstead opinion marked the Court's most expansive endorsement of the
disability rights movement's broad conception of discrimination and of its goal
of integrating people with disabilities throughout the fabric of community life.

Id. at 55 (internal citations omitted).
154 But see Nakase-Richardson, supra note 55 (demonstrating that a significant proportion of

this population regain functional capacity).
155 See supra Sections IB, ID, and II.A.3; see infra Section II.B.2. As Professor Fins has

argued, linking patients to functional communication is a holy grail toward connecting people to
their family and community. FINs, RIGHTS COME TO MIND, supra note 9, at 292-94.

156 It is important to note that while the legislation seeks to eliminate discrimination, which
has many negative effects on the wellbeing of persons with disabilities, the legislation is also
promoting integration, which has many positive effects on the quality of life for persons with
disabilities. This is a two-pronged approach towards improving the status of the disabled. See
Cook, supra note 141, at 455 (discussing the benefits of integration).

157 Persons with DOC meet all of the statutory requirements for disability. They have both
physical and mental impairments, and these impairments substantially limit major life activities.
Americans with Disabilities Act, 42 U.S.C. § 12102(1)(A) (2012) (defining disability); see Jones,
supra note 143 (summarizing what each Title of the ADA of 1990 covers).
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MCS because it relates to employment,"' of which persons in a minimally
conscious state are not capable. Title II may be relevant for some persons in a
MCS as it concerns governmental-provided services."' Title III of the Act,
however, is highly relevant as it prohibits discrimination by private entities
providing public accommodations.160 Hospitals and health care providers are
covered in this section. 161

Equal access to public accommodations has long been seen as a civil right. 162

Title III notes that it is discrimination under the ADA if there is

[a] failure to take such steps as may be necessary to ensure that
no individual with a disability is excluded, denied services,
segregated or otherwise treated differently than other individuals
because of the absence of auxiliary aids and services, unless the
entity can demonstrate that taking such steps would
fundamentally alter the nature of the good, service, facility,
privilege, advantage, or accommodation being offered or would
result in an undue burden.163

The ADA further mandates that "[g]oods, services, facilities, privileges,
advantages, and accommodations shall be afforded to an individual with a
disability in the most integrated setting appropriate to the needs of the
individual."1 64 Federal regulations have expanded on these requirements.165

158 42 U.S.C. § 12111.
159 42 U.S.C. § 12131.
160 42 U.S.C. § 12182(a) ("No individual shall be discriminated against on the basis of

disability in the full and equal enjoyment of the goods, services, facilities, privileges, advantages,
or accommodations of any place of public accommodation by any person who owns, leases (or
leases to), or operates a place of public accommodation."). This section covers prohibited activities
such as unequal benefit or separate benefit, and also encourages integration.

Prior to the ADA, "[a] privately owned place of public accommodation, prohibited by federal
law from discriminating against people on the basis of race, religion, or national origin, was not
legally deterred from engaging in blatant and invidious discrimination against people with
disabilities." Burgdorf, supra note 142, at 556. For a detailed summary of Title III of the ADA and
what it requires, see Burgdorf, supra note 142.

161 42 U.S.C. § 12181(7)(F).
162 Burgdorf, supra note 142, at 552-53. Given this, such access is guaranteed in the Civil

Rights Act of 1964 and also the ADA. Id. at 553.
163 42 U.S.C. § 12182(b)(2)(A)(iii).
164 42 U.S.C. § 12182(b)(1)(B).
165 Americans with Disabilities Act Title III Regulations: Nondiscrimination on the Basis of

Disability by Public Accommodations and in Commercial Facilities, 28 C.F.R. pt. 36.303 (2016).
The regulations titled "Auxiliary aids and services" states in first section:

(a) General. A public accommodation shall take those steps that may be
necessary to ensure that no individual with a disability is excluded, denied
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While neuroprosthetics are not mentioned in the statute or regulations, they
fall under the catchall provision in both the statute and the regulations about
required auxiliary aids and services, entitled "[o]ther similar services and
actions."66 "Scholars have recognized that "the specific requirements [of the
ADA's reasonable accommodation requirements] may vary as technological
advances occur."1 6 7

The reason auxiliary aids and services must be provided is "to ensure
effective communication with individuals with disabilities."1 68 As the regulations
note:

The type of auxiliary aid or service necessary to ensure
effective communication will vary in accordance with the
method of communication used by the individual; the nature,
length, and complexity of the communication involved; and the
context in which the communication is taking place. A public
accommodation should consult with individuals with disabilities
whenever possible to determine what type of auxiliary aid is
needed to ensure effective communication, but the ultimate
decision as to what measures to take rests with the public
accommodation, provided that the method chosen results in
effective communication. In order to be effective, auxiliary aids
and services must be provided in accessible format, in a timely
manner, and in such a way as to protect the privacy and
independence of the individual with a disability.169

Guidance accompanying the regulations states that "[i]mplicit in this duty to
provide auxiliary aids and services is the underlying obligation of a public

services, segregated or otherwise treated differently than other individuals
because of the absence of auxiliary aids and services, unless the public
accommodation can demonstrate that taking those steps would
fundamentally alter the nature of the goods, services, facilities, privileges,
advantages, or accommodations being offered or would result in an undue
burden, i.e., significant difficulty or expense.

Id. In the examples section, the regulations focus on auxiliary aids and services for the deaf or hard
of hearing, the blind or low vision, and have a catchall provision "Other similar services and
actions." Id.

166 Compare 42 U.S.C. § 12103(1)(D) (adopting this catchall category), with 28 C.F.R. §
36.303(b)(4) (same).

167 Jones, supra note 143, at 495.
168 28 C.F.R. § 36.303(c).
169 Id. § 36.303(c)(1)(ii).
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accommodation to communicate effectively with customers, clients, patients,
companions, or participants who have disabilities affecting hearing, vision, or
speech."Oo The statute, regulations, and interpretive guidance imply that
healthcare providers have a legal obligation to provide aids and services (such as
the rehabilitative technologies previously discussed) in order to assist persons
with DOCs in communicating with their treatment providers and caregivers.
Indeed, lack of such aids and services is likely to lead to substandard care,
although this has not been litigated in the courts. If patients with a DOC are
actually minimally conscious and can experience pain, but are not given access to
the tools to communicate with their healthcare provider, this is, in our view, a
violation of the ADA and, more importantly, simply inhumane."'

Notably, "auxiliary aids" do not have to be the most technologically
advanced or expensive-they just have to result in effective communication with
the person with a disability.172 In the context of patients in a MCS, this may mean

170 Department of Justice, Nondiscrimination on the Basis of Disability by Public
Accommodations and in Commercial Facilities, 28 C.F.R. pt. 36, app. A, at 133 (2010) (providing
guidance for ADA Title III Regulations).

171 Palliative care and tending to pain relief is important for seriously ill patients. See JOSEPH

J. FINs, A PALLIATIVE ETHIc OF CARE: CLINICAL WISDOM AT LIFE'S END (2006) (describing barriers
to palliative care, and the need to plan for palliative care); Robert A. Burt, The Supreme Court
Speaks Not Assisted Suicide but a Constitutional Right to Palliative Care, 337 NEW ENG. J. MED.

1234 (1997) (arguing that Washington v. Glucksburg requires states to not obstruct the provision of
palliative care).

172 The ADA Title III Regulations state under "alternatives" that

[i]f provision of a particular auxiliary aid or service by a public accommodation
would result in a fundamental alteration in the nature of the goods, services,
facilities, privileges, advantages, or accommodations being offered or in an
undue burden, i.e., significant difficulty or expense, the public accommodation
shall provide an alternative auxiliary aid or service, if one exists, that would not
result in an alteration or such burden but would nevertheless ensure that, to the
maximum extent possible, individuals with disabilities receive the goods,
services, facilities, privileges, advantages, or accommodations offered by the
public accommodation.

28 C.F.R. § 36.304(g). The accompanying guidance states:

As the Department noted in the preamble to the NPRM, the list of auxiliary
aids in section 36.303(b) is merely illustrative. The Department does not intend
that every public accommodation covered by title III must have access to every
device or all new technology at all times, as long as the communication
provided is effective.

28 C.F.R. pt. 36, app. A, at 115. Further guidance states:

The Department understands that there are many new devices and advances in
technology that should be included in the definition of available auxiliary aids .
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that entities providing treatment or care may choose to provide access to a
communication board (or similar low-cost communication device)173 or to drugs
in a first attempt at low-cost but effective communication. If these interventions
do not result in effective communication, however, then hospitals and custodial
care facilities may be required under ADA Title III to provide access to
neuroimaging to aid in effective communication with the patient in the MCS. 1 74

We assert that when persons in a MCS are segregated into "custodial care"
and not provided access to auxiliary aids or services that may assist them in
communicating with their treatment providers, that this violates the ADA and
Olmstead.17 ' This lack of integration is discrimination under the ADA, and
violates the very purpose of the statute.176 Moreover, patients with DOCs are not
just receiving segregated services, but often are not receiving services at all, and
instead are just institutionalized.

While Justice Kennedy in his Olmstead concurrence notes that "segregation
and institutionalization are [not] always discriminatory,"177 we assert that in the
case of minimally conscious persons receiving custodial care rather than inpatient
rehabilitation, this is a form of discrimination under the ADA and is unlawful
under the logic of the majority's Olmstead opinion.178 The lack of access to

S.. While much of this technology is not expensive and should be available to
most title III entities, there may be legitimate reasons why in a particular
situation some of these new and developing auxiliary aids may not be available,
may be prohibitively costly (thus supporting an undue burden defense), or may
otherwise not be suitable given other circumstances . . . . The Department
recognizes that the available new technology may provide more effective
communication than existing technology and that providing effective
communication often will include use of new technology . . . . However, the
Department has not mandated that title III entities make all technology or
services available upon demand in all situations.

Id. at 122. This is in context of technology for deaf or hard of hearing individuals, but is just as
applicable to those with a DOC. See also Dalia B. Taylor, Communicating with Vegetative State
Patients: The Role of Neuroimaging in American Disability Law, 66 STAN. L. REv. 1451, 1468-69
(2014) (describing this guidance as applied to this population).

173 See, e.g., SPEAK YOUR MIND FOUNDATION, supra note 58 (describing low-cost
communication devices for persons with severe brain injury).

174 See Taylor, supra note 172, at 1471-83 (analyzing whether a court would find that access
to brain scanning for persons with DOC would be considered an auxiliary aid under the ADA, and
arguing that this claim would likely succeed).

175 FINs, RIGHTS COME TO MIND, supra note 9, at 296-305.
176 Id.
177 Olmstead v. L.C. ex rel. Zimring, 527 U.S. 581, 614 (1999) (Kennedy, J., concurring); see

also id. at 607 (Stevens, J., concurring) (emphasizing that it is "unjustified institutional isolation"
that is discrimination under the ADA).

178 Id. at 600-01, 607 (majority opinion).
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rehabilitative technologies that fall under the category "auxiliary aids and
services" also violates Title III of the ADA.

3. Legal Remedies Available to Persons with DOCs Under the ADA

Because the existence of the MCS has only been recently recognized, and
because persons in a MCS are often isolated in custodial care, there has not been
a disability rights movement around consciousness."' In fact, application of the
ADA to this group has only recently been discussed in the legal literature.so
Professor Fins began the call for a legal remedy for these individuals in 2010.

Instead, it is respect and regard for civil rights and the more
fundamental issue that conscious individuals, who might be
embraced more fully by our shared human community, are
routinely ignored, sequestered, and segregated. This is an utter
breach of their inalienable rights, rights that in this case may be
dependent upon the provision of interventions, which remain
experimental but will likely be expensive and scarce. Because of
this it is important to view this technology as enabling a
fundamental right to be enjoyed by all citizens, a class utterly
dependent upon the goodwill of others, and their recognition of
their reciprocal ethical obligation to provide access to technology
that will restore their voice and given them more equal
opportunities. If these responsibilities are not recognized by our
common morality, they should be enforced by law."'

However, the ADA can provide remedies for persons in a MCS who are
isolated and segregated, without access to rehabilitation, which may aid in their
communication and subsequent community integration. Lawsuits brought under

179 Fins, RIGHTS COME TO MIND, supra note 9, at 302, 304, 310 (arguing that persons with
DOCs are not seen as disabled, and instead are seen as sick or nearly dead, and so do not have
protections of others persons with disabilities). Furthermore, the families of those with DOCs are
"too burdened by caregiving to engage in the social action necessary to initiate and sustain a social
movement." They are instead spending their time fighting for appropriate, quality care for their
disabled family member. Id. at 310; see also Fins, Minds Apart, supra note 30, at 380 (describing
how in comparison to advocates of those with intellectual disabilities, "no comparable political
prowess exists for advocates of those with disorders of consciousness")

180 See e.g., FINs, RIGHTS COME TO MIND, supra note 9, at 302 ("Until now, to my
knowledge, no one has made an ADA claim for this population."); Fins, Minds Apart, supra note
30, at 377. Professor Fins' argument predated by a few years an argument that would be made by a
Stanford Law School student who argued for a right to neuroimaging devices under the ADA for
those with DOC. See Taylor, supra note 172.

181 Fins, Minds Apart, supra note 30, at 377.
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the ADA may lead to injunctive relief.182

[I]njunctive relief shall include an order to alter facilities to
make such facilities readily accessible to and usable by
individuals with disabilities to the extent required by this
subchapter. Where appropriate, injunctive relief shall also
include requiring the provision of an auxiliary aid or service,
modification of a policy, or provision of alternative methods, to
the extent required by this subchapter.83

In this case, advocates for the minimally conscious and those with other
DOC that may progress to a MCS1 84 may sue for access to rehabilitation while in
custodial care, which can be construed as an "auxiliary aid""' so that they can be
integrated into the community.186

As the Guidance for the 2010 regulations of the ADA note, "When a public
accommodation ignores the communication needs of the individual requiring an
auxiliary aid or service, it does so at its own peril, for if the communication
provided is not effective, the public accommodation will have violated title III of
the ADA." 87 Litigation on behalf of a patient in a MCS may have lasting social
change.' Successful litigation would provide notice to hospitals and physicians

182 For a critique of this sole remedy, see Johnson, supra note 143, at 128. She describes how
in political compromises to get the ADA of 1990 passed, the section on damages was dropped. Id.

183 Americans with Disabilities Act, 42 U.S.C. § 12188(a)(2) (2012).
184 But, currently "[n]o advocacy group specifically addresses the needs of patients with

disorders of consciousness." Fins, Minds Apart, supra note 30, at 380.
185 See supra notes 163-175 and accompanying text.
186 Taylor, supra note 172, argues that the Rehabilitation Act and the ADA may require

hospitals to provide neuroimaging to persons with DOC, but does not broaden her argument to
rehabilitation generally, which would also include access to drugs and other neuroprosthetics. She
predicts that "[c]ourts may have to determine whether these federal auxiliary aid requirements
obligate hospitals and other health care facilities to provide neuroimaging technology as a mode of
communication for otherwise uncommunicative or vegetative state patients." Id. at 1454. She
suggests that "[r]epresentatives of vegetative state or minimally conscious state patients could one
day take advantage of these Acts to sue for injunctions mandating that health care facilities provide
brain-scanning technology as a means of communication." Id. at 1465. For a discussion of standing
issues related to plaintiffs with DOC, see id. at 1466-67.

187 Department of Justice Guidance, 28 C.F.R. pt. 36, app. A, at 118. Additionally, the
guidance recommends ongoing communication assessments of a person with a disability due to
changing needs. Id. ("This dialogue should include a communication assessment of the individual
with a disability initially, regularly, and as needed, because the auxiliary aids and services
necessary to provide effective communication to the individual may fluctuate.").

188 For a brief review of factors that indicate whether "litigation will affect social change,"
see Ryan, supra note 116 at 90. Writing in the context of whether litigation would be successful in
creating a right to preschool, Ryan noted:
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that the ADA applies to those with DOCs, which may lead to prioritizing an
accurate diagnosis for those with a DOC and to providing access to rehabilitative
technologies to aid in communication, in an attempt to avoid costly lawsuits.

Widespread medical change with respect to DOCs is to be preferred to
litigation, which is a lengthy process, during which time the person or class of
persons with DOCs may suffer irreparable harm including death, illness, or an
impaired quality of life because of inadequate access to medical and
rehabilitative interventions. Furthermore, there is a risk that litigation may not be
successful, if defendants prevail on available defenses under the ADA, by, for
example, claiming that rehabilitative technologies pose an "undue burden" on the
provider. Changes in medical practice could be accelerated, however, if there
first were successful litigation under the ADA.

As one of us previously argued, "Access to neuroprosthetic technologies,
drugs, and devices that might restore functional communication cannot be
viewed as a mere entitlement to be funded or cut, a benefit to be shaved in a tight
budget year, or a service at the margins."8 This is not only so because to deny
such access is profoundly unethical, but also because it violates the mandates of
the ADA and Olmstead.

Importantly, however, we are not arguing that all persons with DOCs should
be given rehabilitation or moved out of custodial care. As the Olmstead majority
noted, "We emphasize that nothing in the ADA or its implementing regulations
condones termination of institutional settings for persons unable to handle or

[S]cholars have identified a set of factors that make it more or less likely that
litigation will affect social change. These factors include: the intensity of
opposition; whether legislators and administrators view court orders as helpful
political cover for leveraging more resources for programs they already favor;
whether market mechanisms will help implement the newly created right; the
ease with which rulings can be evaded; and the determination, resources, and
strategies of those seeking to enforce the right.

Id. In the case of a right to rehabilitative technologies for patients with a DOC, we do not
foresee opposition except perhaps from those concerned with costs or for those who think
the right to die may be threatened. Legislators do support integration of persons with
disabilities, and a court ruling may provide political cover if such integration increases
costs, which may not be as popular with constituents. There is a market for technological
interventions that may aid in integrating persons with DOCs in society. If there is
sustained attention to the issue of integration, court rulings mandating access to
rehabilitation cannot be evaded. The final factor may be the one that is most problematic
for advocates of patients with DOC. They may not have the time to sustain their legal
challenge and to pursue lasting social change outside of their individual remedy. On the
whole, however, we think litigation could affect social change for this population.

189 Fins, RIGHTS COME TO MIND, supra note 9, at 294.
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benefit from community settings."' For those with recent injuries and who are
still in a coma, rehabilitation may not be appropriate. For those in a VS,
rehabilitation may not be appropriate (it may, however, if it could assist them in
recovering consciousness to some degree). Rehabilitation would clearly be
ineffective in a patient properly diagnosed as being in a permanent vegetative
state. However, given the rates of misdiagnosis, it is ethically and clinically
imperative that, before patients are categorized as permanently unconscious, that
this classification is vetted and appropriate. Furthermore, the diagnosis may only
be ascertained, and the degree of the patient's true function only understood,
through interventions such a drug trial with agents like amantadine or zolpidem
or speech or physical therapy, which might elicit findings that could critically
upgrade their diagnostic state from the VS to MCS. Thus, it necessary to conduct
a proper assessment to determine whether someone is actually in a permanent
vegetative state91 prior to discharging a patient to chronic care rather than
rehabilitation. 192

4. Counterarguments and Rebuttals

The most significant objection to recognizing a right to rehabilitation for the
brain-injured person with a DOC under the ADA is that the provision of such
rehabilitation may be cost-prohibitive or difficult to implement. In other words,
providing access to rehabilitative technologies for persons with DOCs may
constitute an "undue burden," which is an available defense under the ADA for
not providing a particular accommodation.19 3 We will also address cost in a later

190 Olmstead v. L.C. ex rel. Zimring, 527 U.S. 581, 583; see also id. at 610 (Kennedy, J.,
concurring) ("It would be unreasonable, it would be a tragic event, then, were the Americans with
Disabilities Act of 1990 (ADA) to be interpreted so that the States had some incentive, for fear of
litigation, to drive those in need of medical care and treatment out of appropriate care and into
settings with too little assistance and supervision . . . . [I]f the principle of liability announced by
the Court is not applied with caution and circumspection, States may be pressured into attempting
compliance on the cheap, placing marginal patients into integrated settings devoid of the services
and attention necessary for their condition."); see also Bagenstos, supra note 136, at 58 ("One
might regard these qualifications as improperly diluting the right to integration that was at stake in
Olmstead. But it is possible to see them, instead, as a recognition of the limited capacity of courts
to shoulder the burden of significant social change on their own."). But see Cook, supra note 141,
at 442-45 (arguing that all persons with disabilities should receive services in the community). In
the case of DOCs, deinstitutionalization is not solely about social change, but is also about the
ability of persons with DOC to be in the community.

191 Some patients may be thought to be in a permanent vegetative state, but are actually in a
nonbehavioral MCS. FINS, RIGHTS COME TO MIND, supra note 9, at 131-33 (summarizing research
on nonbehavioral MCS).

192 Id. at 93-95 (describing the role of McKesson Health Solutions, LLC's InterQual Criteria
in denying rehabilitation to patients in a DOC who could potentially benefit from such care).

193 28 C.F.R. § 36.303(a) (2016) (defining "undue burden" as "significant difficulty or
expense").
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Section,1 94 but will assert here that many of the rehabilitative technologies
discussed in this paper are unlikely to be an undue burden on the entity providing
public accommodations.195

Given this particular population of persons with disabilities and where they
are housed, it would likely not be an undue burden to provide them with
rehabilitative technologies given that healthcare facilities should reasonably have
them on hand if patients are in a venue appropriately suited to their rehabilitative
needs.196 It remains a question whether the custodial care facilities in which many
persons with DOCs are living have the actual resources to provide appropriate
rehabilitative technologies. But even in facilities that do not have access to the
emerging technologies referenced here, they should provide cheaper, readily
available alternatives such as access to communication boards, drugs, and the
services of neurorehabilitative specialists.97

Whether one agrees that the ADA is wise social policy, it is law and must be
followed. The enacting legislature of the ADA intended for persons with
disabilities to be fully integrated in society and a subsequent legislature amended
the legislation to be stronger than courts had originally interpreted the ADA. As
Justice Marshall noted in his partially concurring opinion in City of Cleburne v.
Cleburne Living Center, a case about a zoning ordinance that prevented a group
home for the intellectually disabled from being located at a certain site:

Courts, however, do not sit or act in a social vacuum. Moral
philosophers may debate whether certain inequalities are
absolute wrongs, but history makes clear that constitutional
principles of equality, like constitutional principles of liberty,
property and due process, evolve over time; what once was a
'natural' and 'self-evident' ordering later comes to be seen as
artificial and invidious constraint on human potential and
freedom. Shifting cultural, political, and social patterns at times
come to make past practices appear inconsistent with
fundamental principles upon which American society rests, an
inconsistency legally cognizable under the Equal Protection
Clause. It is natural that evolving standards of equality come to
be embodied in legislation. When that occurs, courts should look

194 See discussion infra Section 111.3.
195 Of course, this would become a moot point if such rehabilitative interventions were

covered by insurers. See discussion infra Section 111.1.
196 See Taylor, supra note 172 (arguing that the "undue burden" defense would not apply in

most instances of requesting neuroimaging); see also Burgdorf, supra note 142, at 578 (discussing
"undue burden" as it applies to small businesses); Fins et al., supra note 22.

197 See Burgdorf, supra note 142, at 580. The precise scope and nature of required services is
within the domain of implementation science.
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to the fact of such change as a source of guidance on evolving
principles of equality.'

We assert that the ADAAA of 2008 embodies evolving standards of equality
in regard to persons with disabilities. If faced with a lawsuit that requests access
to neuroprosthetics or other assistive devices for those with DOCs in order to aid
them in communicating with their healthcare providers and caregivers and also to
promote community integration, we argue that courts should find for the
plaintiffs.

III. REFORMS To REALIZE THE RIGHT TO REHABILITATION

Once a right to rehabilitation of the brain-injured minimally conscious
patient is recognized-either as analogous to the expectation of free public
education for children with developing brains or as a statutory right under the
ADA-there must be legal and policy reforms. We have already noted the need
for access to auxiliary aids and devices to assist in communication between the
minimally conscious and their healthcare providers and caregivers, as mandated
by the ADA. In this Part, we address some other necessary changes and
objections to these changes. We do not address all possible reforms to realize the
right to rehabilitation, including how our argument intersects with the Affordable
Care Act, as that is beyond the scope of this Article.199

A. Proposed Changes to Medicare Policies

Disability scholars have noted that rights alone are insufficient to achieve
equality in the realm of disability. For example, Professor Bagenstos noted that
Title I of the ADA, which prevents discrimination against the disabled in the
context of employment, has not has the desired effect on increasing employment
among persons with disabilities.2 0 0 This is because such a prohibition against
discrimination does not address other structural barriers to employment such as

198 473 U.S. 432, 466 (1985) (Marshall, J., concurring in part and dissenting in part). Justice
Kennedy echoes Justice Marshall's language on evolving standards of equality almost exactly in
his recent Obergefell opinion. See text accompanying supra note 1.

199.. We do not, for example, discuss many changes in medical practice that need to occur.
One such change, for example, would be continued surveillance of those with DOC to determine
whether they are minimally conscious. The legal implications of not surveilling such persons is that
they are often institutionalized and placed under guardianship, which is a huge liberty infringement.
If they are not routinely assessed for consciousness, this could constitute a violation of procedural
due process. See Fergeler, supra note 150, at 799 (discussing this in the context of the
institutionalization of the intellectually disabled.)

200 Bagenstos, supra note 136.
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lack of access to healthcare, which is an entitlement.20 1 His argument, in essence,
is that the antidiscrimination elements of the ADA need to be combined with
changes in social welfare programs.2 0 2 As he notes in a recent New York Times
commentary about the twenty-fl anniversary of the ADA, "[W]e will need not
just antidiscrimination laws but social welfare programs that will overcome these
barriers."203

We also assert that the right to rehabilitation is insufficient to change the
lived reality of persons with DOCs. There must also be changes to existing social
welfare programs. One issue that patients with DOCs face are Medicare payment
policies that may prevent them from receiving needed care. In a previous paper,
we described how some groups of patients whose care was funded by Medicare
alleged that they were subject to an "improvement" standard, meaning that they
would not receive certain kinds of care if they were not expected to improve.2 04

If true, then this would violate Medicare's policies; treatment and coverage
decisions are supposed to be based on "medical necessity" rather than an
improvement standard.2 05 These patients brought a class-action lawsuit against
Medicare in Jimmo v. Sebelius.2 06 The parties ultimately settled when a judge
refused to grant the government's motion to dismiss, and the settlement resulted
in negotiated changes to the Medicare Benefit Policy Manual between the
plaintiffs' counsel and the Centers for Medicare and Medicaid Services,
explicitly noting that no patient should be subjected to such an improvement
standard.2 07 The result of this settlement-the changes to the Medicare Manual-
may have a ripple effect because many other payors use Medicare policies as a
model.208

Patients with DOCs, given their severe disability, are often covered by
Medicare,209 and thus changes due to the settlement apply to this group. If

201 Id.
202 Id.
203 Samuel Bagenstos, Disability Laws Are Not Enough To Combat Discrimination, N.Y.

TIMEs (July 26, 2015), http://www.nytimes.com/roomfordebate/2015/07/26/the-americans-with-
disabilities-act-25-years-later/disability-laws-are-not-enough-to-combat-discrimination (writing in
the context of employment, but the same is true for community integration in the case of persons
with DOC).

204 Fins et al., supra note 22, at 182-183.
205 That is, care necessary to maintain or prevent decline should be covered, not just care that

is expected to help patients improve. See id. at 183.
206 Amended Complaint, Jimmo v. Sebelius, No. 5:11-CV-17 (D. Vt. Oct. 25, 2011), 2011

WL 5104355.
207 Jimmo v. Sebelius Settlement Agreement Fact Sheet, CTRS. FOR MEDICARE & MEDICAID

SERVS., https://www.cms.gov/medicare/medicare-fee-for-service-
payment/SNFPPS/downloads/jimmo-factsheet.pdf (last visited on Oct. 1, 2016).

208 Fins et al., supra note 22, at 182.
209 Persons with disabilities are often insured through Medicare, Medicaid, or both. See

Sandra M. Foote & Christopher Hogan, Disability Profile and Health Care Costs of Medicare
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patients with DOCs were subjected to the alleged improvement standard, there is
little doubt they would not meet such a standard. As a result, most would be
denied care that may enable them to recover or at least "maintain" their present
mental state and prevent further decline. So the Jimmo settlement could be
considered a "win" for patients with DOCs. Unfortunately, however, "medical
necessity" is still the Medicare standard, and it is difficult for patients with DOCs
to demonstrate that inpatient rehabilitation is medically necessary. Moreover,
simply being "maintained" in their current condition is not sufficient to trigger
coverage of inpatient rehabilitation.2 1 0

In our previous work, we have recommended changes to Medicare coverage
policies that would be more appropriate for patients with DOC. As we noted:

We would propose expanding the definition of "reasonable and
necessary" to include monitoring, rehabilitation, and therapy for
MCS and view this heightened level of care as a new standard of
care. This would include diagnostic, therapeutic, and
rehabilitative interventions necessary to decrease diagnostic and
prognostic error and maximize functional return of physical and
cognitive capabilities, most notably the return of spoken
language . . . . In addition to being dependent on skilled clinical
care, MCS patients rely on access to a variety of drugs, devices,
and diagnostic tools. This additional dependency needs to be
understood within the settlement framework and the "reasonable
and necessary" standard.21'

B. Capabilities Approach

Expanding access to entitlements, such as in the case of our proposed
Medicare changes, is not sufficient to ensure full inclusion in society for persons
with DOC, but neither is the assertion of a right to rehabilitation or a right to
community integration. Rather, it is a combination of entitlements grounded in
rights, in particular access to resources and rehabilitative technologies that can

Beneficiaries Under Age Sixty-Five, 20 HEALTH AFF. 242, 245 ex.2 (2001).
210 Fins et al., supra note 22, at 188.
211 Id. at 188-89.
212 Cf Kaaryn Gustafson, Opinion, More Work Needs To Be Done To Prevent Exclusion of

the Disabled, N.Y. TIMEs (July 26, 2015), http://www.nytimes.com/roomfordebate/2015/07/26/the-
americans-with-disabilities-act-2 5-years-later/more-work-needs-to-be-done-to-prevent-exclusion-
of-the-disabled ("The A.D.A. was an important step in recognizing universal rights to dignity and
inclusion among all Americans. But we have more work to do-and much of it requires a collective
commitment to equality and inclusion, not just the hollow reverence we give to individual rights.").
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assist individuals in possibly achieving communication, that can help realize the
right to not be segregated on the basis of disability.213

For a better understanding of how to ensure the full dignity, equality, and
liberty of persons with DOCs, we turn to the capabilities approach, which has
been pioneered by Amartya Sen and Martha Nussbaum and recently expanded
upon by Sridhar Venkatapuram in the specific context of health. This approach
"asserts that societies should focus on supporting-nurturing, protecting,
providing, expanding, restoring, and so forth-the capabilities of individuals to
conceive, pursue, and revise their life plans" rather than focusing solely on
outcomes.2 14 Individual capabilities are sometimes defined as "freedoms or real
opportunities to achieve beings and doings."215

Some scholars have identified what they consider to be core capabilities. For
example, Nussbaum has a list of ten capabilities, including health; senses,
imagination, and thought; and affiliation. 216 Recently, Venkatapuram has argued
that the health capacity should be understood as a "meta-capacity," which means
it is necessary to exercise other capacities.21 7 He defines the health capacity as "a
person's ability to achieve or exercise a cluster of basic capabilities and
functionings, and each at level that constitutes a life worthy of equal human
dignity in the modern world." 2 18 When this and other necessary capabilities are

213 See FINs, RIGHTS COME TO MIND, supra note 9, at 292-94 (discussing the capabilities
approach applied to persons with DOCs).

214 VENKATAPURAM, supra note 21, at 115 (citations omitted, summarizing work by Sen,
Nussbaum, and others). Outcomes are also referred to as "functionings" or "achievements."
Nussbuam argues that the focus should be on a person's capability rather than their achievements
except when dignity is at stake. Id. at 135. Like Nussbaum, we would argue that if it is possible for
a person with a DOC to communicate if given access to certain technologies, then we should focus
on achievements or functionings rather than just capabilities because communication and
community are central to human dignity. Id. at 135-36 ("Some functionings may be so valuable to
maintaining minimal human dignity that they will not be allowed to be neglected or fail.").

215 Id. at 117.
216 NUSSBAUM, supra note 20. With respect to persons with disabilities, Venkatapuram also

describes how Nussbaum thinks that we should consider the needs of the severely disabled prior to
setting up institutions rather than at the end of the process where only small accommodations can
be made. VENKATAPURAM, supra note 21, at 150.

217 Id. at 143.
218 Id. Ensuring health capacity also requires considering and addressing the social

determinants of health. As Venkatapuram argues:

The present argument for the CH pursues the line that the entitlement to each
capability should be understood as the entitlement to the social bases of each
causal component. And providing or supporting threshold levels of CH entails
social action through influencing the social bases of the causal components of
each capability. That is, protecting, promoting or restoring the CH of
individuals to adequate levels is realized through the possible and justifiable
interventions into personal features/needs, conversion skills, external physical
conditions and surrounding social conditions.
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not met-such as full participation in one's social world-there is not equal
dignity.219

In the capabilities approach, resources are directed to ensure a particular
capability, which may then lead to an achievement. In line with this approach, we
focus on access to rehabilitative technologies for persons with DOCs as a
capability intervention to aid in obtaining consciousness and in communication.
This intervention can increase the capabilities of, for example, health and
affiliation. We do not focus on whether persons with DOCs actually achieve
consciousness and communication (which may be impossible), but on whether
they have the equality of opportunity to do so. Often, this opportunity will only
be available if they have access to the technologies we have described elsewhere
in this Article.

The capabilities approach focuses on sufficiency or minimum freedoms.2 20

Like our earlier discussion of the legally created expectation of a free, public,
minimally adequate education, and like our earlier discussion about the ADA not
requiring the most technologically sophisticated or expensive auxiliary aids or
devices but instead devices that permit effective communication, we likewise
have confined our argument to the minimum rehabilitation necessary to help the
brain-injured person with a DOC communicate. As we noted earlier, at least
twenty-two percent of persons in a MCS will become fully independent,
something only possible with intensive rehabilitation.221 With low-cost
interventions, many others may achieve some degree of independence, and at the
very least, may be able to be integrated into their communities with increased
ability to communicate.2 2 2

C. Counterarguments and Rebuttals

One compelling objection to our assertion that there is a right to
rehabilitative technologies for brain-injured persons with DOC is one of timing.
Some may argue that the issue of providing such access is not yet ripe given that
many such technologies are currently in the investigational phase, and so may be
of uncertain benefit. We assert, however, that because technology outpaces legal
and societal responses, our argument is meant to be preemptive and proactive.

Id. at 156.
219 Id. at 144.
220 Id. at 135.
221 Nakase-Richardson et al., supra note 55. One of the issues is that there has not been

enough research to know what the likelihood of success would be with this population if diagnosis
was better, and if persons had access to all rehabilitative technologies as the standard of care.

222 See, e.g., SPEAK YOUR MIND FOUNDATION, supra note 58 (describing various low-cost
devices that assist in communication).
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Thus, our argument should be understood as one for current scientific progress as
well as an anticipatory argument for future scientific advances. It is never too
early to consider the legal underpinning to support access to innovation and to
anticipate changes in medical practice, especially when the consequence of
neglecting these issues leads to a denial of civil and human rights. Indeed,
without the legal argument, the work critical to bringing innovation to the
standard of care might not be undertaken or accomplished.223 Scientific progress
in this domain is moot without correlative access to these developments for
patients.

Furthermore, receiving an accurate diagnosis is not an experimental
intervention or an exploratory service, which are often not covered by private or
public payors, but rather the standard of care for brain injury. An accurate
diagnosis is what determines suitability for various rehabilitative interventions,
and access to drugs, drug trials, and certain communication devices is part of an
emerging standard of care for rehabilitating brain injuries.224 It may be the case,
however, that patients with severe brain injury and subsequent disorders of
consciousness will be discharged from the hospital to inpatient rehabilitation in
order to perform a proper, in-depth diagnostic assessment.225

Similarly, some may also argue that by arguing for such access to what
currently amounts, in some instances, to experimental interventions, we further
the widespread therapeutic misconception that research is equivalent to
treatment.2 26 It is important to note, however, that we are not arguing for special
treatment for patients with DOCs, but parity2 27 : we argue that patients should
receive access to rehabilitative technologies that may assist them in regaining
consciousness or communicating with their healthcare providers and family
members.228

223 There is currently enough evidence to suggest efficacy for many of these interventions.
See supra Section I.B. Furthermore, the dichotomy between research and treatment for this
population should not be overstated. Fins, Technology, supra note 5, at 896.

224 Admittedly, access to rehabilitative technologies such as deep brain stimulation or
communication through neuroimaging is not currently the standard of care for brain injury, but our
argument anticipates when such technology may be part of the standard of care.

225 There is a large diagnostic error rate for patients with DOCs. Schnakers et al., supra note
70 (citing an error rate of 41 percent). Additionally, given that a patient's status may change over
time from a VS to an MCS, even if initial neuropsychiatric testing does not indicate that patients
have consciousness, they should be reassessed at a future date so that they are not segregated and
isolated when they do have intermittent consciousness.

226 See Paul S. Appelbaum et al., The Therapeutic Misconception: Informed Consent in
Psychiatric Research, 5 INT'L J.L. & PSYCHIATRY 319, 327-28 (1982) (reporting results of an
empirical study of psychiatric patients' attitudes).

227 We address this issue in another paper. See Wright, Ulrich, & Fins, supra note 67.
228 We do acknowledge, however, that there is no longer a "simple dichotomy between

research and clinical practice upon which so much of our normative and regulatory standards are
founded." Fins, Technology, supra note 5, at 896; see also supra Section I.B. (describing the
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Another strong counterargument for providing access to rehabilitative
technologies for persons with DOC is cost, both social and economic.229 This
objection or concern pertains both to the auxiliary aids required by the ADA to
assist in communication and Medicare policy, as well as any other social welfare
changes based on a right to rehabilitative technologies for patients with MCS. It
is also a critique of the capabilities approach when phrased as an issue of whether
society's goal should be spending a lot of money on a small number of
individuals to achieve sufficiency instead of using that money on larger numbers
of people to help them flourish, which can look like equalizing downward.230

In regards to ADA compliance, "Congress expressly determined that the
costs of continued segregation of persons with disabilities were outweighed by
the benefits of integration-on both an economic and a moral basis."231 As
Professor Tucker noted, "The underlying principle of the ADA is that people
with disabilities must be fully integrated into society-that we must recognize
the potential of all members of society, disabled or not, even though it may cost
money or impose some burdens upon covered entities to reach this objective."232

While Congress determined that making the disabled productive would
reduce costs,233 this rationale for integration may not apply for the minimally
conscious.23 However, the moral imperative for integration still applies
regardless of its cost,235 although healthcare facilities and providers who decline

evidence of efficacy for some interventions). Access to some interventions is now becoming part of
an emerging standard of care. See John Whyte, Disorders of Consciousness: The Changing
Landscape of Treatment, 82 NEUROLOGY 1 (2014).

229 See Cook, supra note 141, at 458.
230 See VENKATAPURAM, supra note 21, at 118-19, 137-39, 140-42 (describing critiques of

the capabilities approach).
231 Cook, supra note 141, at 457.
232 Tucker, supra note 142, at 351.
233 Cook, supra note 141, at 458.
234 Indeed, Professor Tucker also asserts that the primary rationale of the ADA is to benefit

the disabled, and any benefits to society at large through increased revenue from taxes, for
example, are bonuses. See Tucker, supra note 142, at 350.

235 When describing the passage of the ADA, Professor Cook looks to the legislative history,
which shows that political representatives were well aware of the economic costs of the legislation,
but that the moral benefits outweighed those costs.

In the legislative history of the ADA, Congress acknowledged that, at least in
the short run, the ADA would "impose considerable expenses and rightly so. It
is time that we did these things. It is time that we brought persons with
disabilities into full freedom, economic and otherwise, with other citizens in
our society. This bill will do that. In doing so, we should be aware that it is
going to be costly and difficult and that there will be some complaints."

Cook, supra note 141, at 464 (quoting Senator Hatch)).
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to provide access to rehabilitative technologies for persons with a DOC may
defend themselves against a claim under the ADA by arguing that such provision
poses an "undue burden."236

In regards to changing Medicare policies, which may trigger other healthcare
insurers to change their policies, it is an open question as to whether costs will
actually increase. While many may point to increased costs in providing physical
rehabilitation or neuroimaging, which may have uncertain benefits, they fail to
consider that patients with DOCs already incur great costs for health payors,
costs that our proposed interventions may actually reduce.237 Importantly,
however, we echo others who have noted that "[a]s issues relating to areas such
as insurance and technology are explored, there will also be a financial cost to

236 See also Taylor, supra note 172, at 1480-83 (analyzing costs under the ADA and
Olmstead). In the Olmstead opinion, cost was cited as a factor to consider when determining if a
particular accommodation for a disabled person would fundamentally alter a state's program. One
way to think about cost is the cost of providing care in a restrictive institution compared to the cost
of providing care in a less restrictive institution. See Olmstead v. L.C. ex rel. Zimring, 527 U.S.
581, 594-95 (1999). Another way to think about cost, however, and the way the majority asserts is
the proper way is to think about costs of providing care to the disabled in relation to the state's
overall program of providing care to persons with disabilities. Id. at 597, 603-06.

But we recognize, as well, the States' need to maintain a range of facilities for
the care and treatment of persons with diverse mental disabilities, and the
States' obligation to administer services with an even hand . . . . In evaluating a
States' fundamental-alteration defense, the District Court must consider, in
view of the resources available to the State, not only the cost of providing
community-based care to the litigants, but also the range of services the State
provides others with mental disabilities, and the States' obligation to mete out
those services equitably.

Id. at 597. The Court continued:

Sensibly construed, the fundamental-alternation component of the reasonable-
modifications regulation would allow the State to show that, in the allocation of
available resources, immediate relief for the plaintiffs would be inequitable,
given the responsibility the State has undertaken for the care and treatment of a
large and diverse population of persons with mental disabilities.

Id. at 604.
237 See FINs, RIGHTS COME TO MIND, supra note 9, at 301-02 (offering an example of a proper

cost-benefit analysis); see also Joseph J. Fins, Deep Brain Stimulation: Calculating the True Costs
of Surgical Innovation, 12 VIRTUAL MENTOR 114 (2010) (arguing that there are huge costs to
custodial care for persons with severe brain injury and DOC, and that experimental interventions
such as DBS may actually reduce these costs due to offsetting benefits from the DBS; suggesting
that by invoking cost arguments to reject interventions for those with DOC is part of systemic bias
against those with severe brain injury). Professor Fins has also expressed concern in other work that
fears about high costs of technology for neuroscience and treatment of neuropsychiatric disorders
may inhibit such research and treatment. See, e.g., Fins, Technology, supra note 5, at 902.
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support those evolving rights."2 38 We assert that the ethical imperative of
providing access to communication, which will aid in decreasing segregation and
isolation and make integration into community possible, is a social good that far
outweighs any monetary costs that may result from changing insurance policies.

CONCLUSION

Writing in the context of same sex marriage, Justice Kennedy recently
stated, "[N]ew dimensions of freedom become apparent to new generations."2 39

This is true in the context of disability rights as well. A reflection upon disability
law is especially apt at this moment, given that it has been 25 years since the
Americans with Disabilities Act of 1990 was passed.24 0 There has been a new
generation of experience with the ADA and a new generation of developments in
neuroscience that have expanded the category of disabled and also have
expanded available auxiliary aids and services. Thus, there has been ample time
for "new dimensions of freedom to become apparent."

Disability law has evolved over time to emphasize and facilitate maximum
community integration for persons with disabilities. Scholars have long noted the
"expressive" or "pedagogical" effect of laws, 241 and in the case of the ADA, the
law expresses our aspiration that all persons be part of society and have
opportunities to achieve their full potential. As Ben Mattlin observed recently
about the ADA in the New York Times, it is "about more than ramps and Braille;
it's about dispelling stereotypes, ensuring parity and fairness, creating
opportunities and opening up our society to the full spectrum of types and needs.
It's about accepting, even welcoming, a huge and often marginalized segment of
the population."2 4 2

As Professor Fins and others have noted, there is a deep connection between
rights and the capability to exercise these rights.2 43 In the context of disability,
integration is not solely about living in one's community, but also about having
access to "auxiliary aids and services" that will aid in communication. This
ability to communicate is vital to any meaningful sense of community

238 Jones, supra note 143, at 496.
239 Obergefell, 135 S. Ct. at 2588.
240 See The Americans with Disabilities Act, 25 Years Later, N.Y. TIMES (July 26, 2015),

http://www.nytimes.com/roomfordebate/201 5/07/26/the-americans-with-disabilities-act-25-years-
later (debating the impact of the ADA 25 years after it was passed).

241 Bitensky, supra note 101, at 635-637; see Cass R. Sunstein, On the Expressive Function
ofLaw, 144 U. PA. L. REv. 2021, 2024-25 (1996).

242 Ben Mattlin, An Act That Enabled Acceptance, N.Y. TIMs (July 25, 2015),
http://www.nytimes.com/2015/07/26/opinion/sunday/an-act-that-enabled-acceptance.html.

243 FINs, RIGHTS COME TO MIND, supra note 9, at 292-94 (describing the connection between
rights, capabilities, communication, and communities).
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participation and inclusion.24 4

Given recent knowledge about a new class of disabled persons-those with
minimal consciousness, a category based on new findings that did not exist when
the ADA was originally conceived and passed-we need a new paradigm of
community integration. In this Article, we have argued that access to
rehabilitative technologies such as neuroprosthetics or pharmacological
interventions is necessary to fulfill legal mandates of integration rather than
segregation, which is a form of discrimination according to the ADA. As
technology and medical science advance, the law needs to keep pace in order to
be responsive to new realities. In this case, healthcare providers need to
recognize that the ADA applies to patients with a DOC. While the ADA does not
mention neuroprosthetics, these clearly fall within the definition of "auxiliary
aid" and should thus be provided to persons in a MCS.

We have also argued that such access to rehabilitative technologies is
compelled if rehabilitation of the injured brain is viewed as analogous to
education of the developing brain, given that children have an expectation of free
public education. The purpose of both interventions is the same-to provide
beneficial stimulation to a brain that still has much developmental potential and
is at a critical point in neurodevelopment. Furthermore, finding a right to
rehabilitation of the injured brain based on the expectation of free public
education protects against the weakness of statutory rights-the fact that statutes
can be amended or revoked.24 5 As others have noted, "a comprehensive legal
theory embodying both constitutional and statutory rights is more likely to serve
private and public needs than a theory including just one or the other."24 6

Importantly, however, while the right to rehabilitative technologies that will
assist in communication is afforded to those with DOCs under the ADA or by
analogy to the expectation of a free public education for children, this right may
need to be realized through affirmative litigation. Successful realization of these
rights may also require accompanying policy changes. Advocates for the

244 Indeed, when writing about group homes for persons with intellectual disabilities, Justice
Marshall noted a connection between liberty and community when he stated that "what makes for
human freedom and fulfillment-the ability to form bonds and take part in the life of a
community." City of Cleburne v. Cleburne Living Ctr., 473 U.S. 432, 462 (1985) (Marshall, J.,
concurring in part and dissenting in part).

245 See Tucker, supra note 142, at 388 ("Congress might be more apt to lessen protections
granted by the ADA rather than to increase those protections."). When Congress did amend the
ADA in 2008, however, it tried to strengthen protections for persons with disabilities.

246 Fergeler, supra note 150, at 779. Writing in the context of intellectual disabilities and
institutionalization, Fergeler argues that institutionalization is a violation of procedural and
substantive due process and asserts that the institutionalized should be considered a quasi-suspect
class for purposes of equal protection analysis. Id. Fergeler then argues that institutionalization is
rarely rational for purposes of the equal protection analysis even if the intellectually disabled are
not treated as a suspect class. Id.
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minimally conscious should use all available means-petitioning the courts,
lobbying the legislature, and educating the medical profession-to achieve the
goal of integrating persons with a DOC into their communities to the extent
possible.

The problem of segregating the minimally conscious and those who have the
potential to recover consciousness to some degree may have been hidden or
unrecognized prior to the refinement of the category of DOCs and the
development of drugs and devices that can help patients with DOCs.2 47 Now that
we have proper diagnostic categories, are developing treatments for DOC, and
are acutely aware that this class of patients has been isolated and segregated, we
are obligated legally and ethically to address and overcome their isolation and
segregation.2 4 8 The liberty, equality, and dignity of these disabled citizens with
DOCs are at stake, as is their reintegration into our community.

247 Both the existence of the MCS and interventions for it have been enabled by rapidly
changing technology. For a discussion of the relationship between neuroethics and technology, see
Fins, Technology, supra note 5.

248 As the founder of Speak Your Mind Foundation, Dan Bacher, argues, persons with
disabilities deserve devices that help them communicate. Speaking about one person in particular,
he stated,

They deserve it. Maggie has the right to communicate, just as you or I would . .
. . [$30] glasses enable her to interact with the world. Why wouldn't we do
that? . . . [These devices] enable many, many others like Maggie to
communicate effectively, to express their personalities, to control their
environments, to speak their minds.

SpeakYourMind Found., SpeakYourMind Foundation, YouTube (Mar. 23, 2014),
https://www.youtube.com/watch?v=oRBPjUOrbdO (quoted material occurs between 4:00 and 4:15
as well as 5:45 and 5:55); see also FINs, RIGHTS COME TO MIND, supra note 9, at 301 (describing
low-cost communication technologies).
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Reemergent Agency and 
Neurotechnology

The advent of neurotechnologies that 
partially restore the decisionmaking 
capacity of individuals with severe 
brain injury, or augment their dimin-
ished abilities to express their will, has 
created an ethical challenge worthy of 
this technological achievement.1 Instead 
of categorically distinguishing patients 
as either competent or incompetent, 
as required by the law, these technolo-
gies necessitate a more nuanced 
approach to intermediate states of 
decisionmaking capacity. The indeter-
minacy of these states makes a justice 

claim that acknowl edges the salience 
of reemergent agency made possible by 
technological advance.

In this article, I will discuss the instru-
mentality of neuroprosthethics that have 
the potential to restore the communica-
tive abilities of minimally conscious indi-
viduals so that they might more fully 
partake in human community. I will 
then turn to the challenge of how to 
reincorporate their reemergent voices 
into conversations that are material to 
their welfare, ones that relate to their 
self-determination and personal inter-
ests, while remaining cognizant of how 
these newfound abilities may be limited 
by residual deficits.

Neuroethics Now welcomes articles addressing the ethical 
application of neuroscience in research and patient care, as well as 
its impact on society.

Mosaic Decisionmaking and Reemergent Agency 
after Severe Brain Injury

JOSEPH J. FINS

Abstract: In this article, I will discuss the challenge posed by the reemergent agency of indi-
viduals with severe brain injury whose ability to communicate has been partially restored by 
neuroprosthetics, drugs, and rehabilitation. Instead of categorically distinguishing patients as 
either competent or incompetent, these technologies necessitate a more nuanced approach to 
intermediate states of decisionmaking capacity. This indeterminacy is addressed through a 
mosaic approach to decisionmaking, which seeks to achieve a proportionate and prudent balance 
between unbridled self-determination and conventional surrogate representation.

Keywords: brain injury; agency; competence; decisionmaking capacity; surrogate 
decisionmaking; neuroethics; minimally conscious state

D
ow

nl
oa

de
d 

fr
om

 h
tt

ps
://

w
w

w
.c

am
br

id
ge

.o
rg

/c
or

e.
 C

or
ne

ll 
U

ni
ve

rs
ity

 L
ib

ra
ry

, o
n 

19
 S

ep
 2

01
7 

at
 1

7:
59

:5
2,

 s
ub

je
ct

 to
 th

e 
Ca

m
br

id
ge

 C
or

e 
te

rm
s 

of
 u

se
, a

va
ila

bl
e 

at
 h

tt
ps

://
w

w
w

.c
am

br
id

ge
.o

rg
/c

or
e/

te
rm

s.
 h

tt
ps

://
do

i.o
rg

/1
0.

10
17

/S
09

63
18

01
17

00
03

29

http://crossmark.crossref.org/dialog/?doi=10.1017/S0963180117000329&domain=pdf
https://www.cambridge.org/core
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0963180117000329


Joseph J. Fins

2

Motivated to maximally reintegrate 
those lost to severe brain injury into 
the conversation, I will suggest a mosaic 
approach to decisionmaking, which 
seeks to achieve a proportionate and 
prudent balance between unbridled self-
determination and conventional sur-
rogate representation. This approach 
incorporates the views of the surrogate 
decisionmaker and the patient’s prior 
wishes and current articulation, as well 
as the input of a medical professional 
and a patient advocate. Collectively, this 
group brings different shards of infor-
mation together to construct a coherent 
picture, much the way small stones 
coalesce into a beautiful mosaic.

Victims of Success?

Over the past decade, neuroscience has 
made remarkable progress in restoring 
voice to patients in the minimally con-
scious state (MCS).2 MCS is disorder of 
consciousness that superficially resem-
bles the better-known vegetative state, 
but that is distinguished by intact and 
functioning neural networks that can 
sustain liminal states of consciousness, 
and that forms the substrate for pros-
thetic communication. First codified in 
2002, MCS patients superficially appear 
as if they are vegetative, but closer 
examination reveals that they are not. 
In contrast to the vegetative patient who 
presents with autonomic behaviors such 
as sleep–wake cycles, breathing, and 
startle reflexes grounded in the function 
of an intact brain stem, MCS patients 
occasionally demonstrate purposeful 
behavior. They intermittently demon-
strate awareness of self, others, and 
their environment. They can demon-
strate intention, attention, and memory; 
may say their name, reach for a cup, or 
track a family member when that per-
son enters the room. The challenge is 
that because of the neurobiology of 
these patients—a disconnect among 

levels of arousal, thought, and action in 
what has been described as “cognitive 
motor dissociation” (CMD)3— these 
behaviors are episodic and intermittent. 
Simply put, they are neither consistent 
nor reproducible.

Therefore, when families observe a 
purposeful behavior and the patient does 
not repeat it on demand when a clinician 
is present to validate their claim, their 
report is dismissed as wishful thinking, 
even though it is consistent with the 
biology of the condition. For these rea-
sons and others that I have identified, 
the discordance between what might be 
happening inside the brain, and what is 
overtly manifested through observable 
behaviors, has led to catastrophic diag-
nostic error rates related to MCS.4

These errors have made the restora-
tion of reliable functional communi-
cation the holy grail of those engaged 
in disorders of consciousness (DOC) 
research. Some notable success has 
been achieved along three lines of 
investigation: neuromodulation, neu-
roimaging, and pharmacology. None 
are validated therapies, but each reveals 
the progress that has been made and 
the need to develop anticipatory ethics 
to address challenges posed by reemer-
gent agency.

In 2007, our team demonstrated the 
first use of deep brain stimulation in the 
MCS.5 An individual in MCS who had 
neither spoken nor eaten by mouth in 
the 6 years since his injury was, with 
stimulation to the bilateral intralaminar 
nuclei of the thalamus, able to say six or 
seven-word sentences and part of the 
Pledge of Allegiance, go shopping with 
his mother, and even tell her he loved 
her. He was also able to masticate, man-
age his secretions, and eat. This invasive 
technique has more recently been com-
plemented by a provocative case report 
using noninvasive ultrasonic stimulation 
targeting the thalamus, which yielded 
transient improvements.6
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In 2010, Martin Monti and colleagues 
used functional magnetic resonance 
imaging to establish a communication 
channel with a person thought to be in 
the vegetative state.7 The subject’s voli-
tional responses to questions, through 
corresponding flares on neuroimag-
ing, had diagnostic implications: they 
demonstrated that he was in a state of 
nonbehavioral MCS.8 And when these 
responses were toggled to yes/no 
answers to questions, communication 
was reestablished with a person who 
otherwise would have been unable to 
communicate.

Drugs are the final neuroprosthetic. 
Zolpidem has been shown to increase 
awareness in patients in the MCS who 
might otherwise appear to be vegeta-
tive.9 Joseph Giacino and John Whyte 
demonstrated that the antiviral drug 
amantadine could accelerate improve-
ment on the coma recovery and dis-
ability recovery scales in a randomized 
clinical trial through its dopaminergic 
effect.10

Added to this panoply of promising 
technology is the natural history of 
recovery from brain injury and the abil-
ity of the injured brain to repair itself 
over time. A remarkable study by my 
colleagues at Weill Cornell Medicine 
demonstrated structural changes in the 
brain of Margaret Worthen,11 the pro-
tagonist of my book, Rights Come to 
Mind: Brain Injury, Ethics and the Struggle 
for Consciousness12 over a half decade of 
longitudinal multimodal assessments.

Maggie had sustained a brain injury 
just before she was to graduate from 
Smith College.13 She was left in what 
was thought to be a vegetative state, but 
was found to be minimally conscious. 
With the aid of her loving mother, reha-
bilitation, and a simple eye-tracking 
device that allowed her to answer ques-
tions by moving her left eye up or down, 
she was able to reestablish rudimentary 
communication.

Thengone et al., using diffusion ten-
sor functional neuroimaging, were able 
to document structural and functional 
changes in Maggie’s brain during years 
following her injury. Over an extended 
period of time, Maggie’s brain essentially 
rewired Broca’s area, a region of the 
cortex critical for expressive speech.14 
It was a remarkable and resounding 
demonstration of the resilience of the 
injured brain and its ability to harness 
a developmental mechanism to foster 
brain repair.15,16

Although none of these approaches 
have achieved the status of a vetted 
therapy or diagnostic approach, and 
recovery is never guaranteed, it is not 
premature to anticipate that this work 
will advance and present the ethical 
challenge of how to respond to a reemer-
gent voice facilitated by neuropros-
thetics and the resilience of the injured 
brain. To do otherwise would make 
patients with severe brain injury, who 
have the potential to again be heard, 
victims of medical and scientific success. 
This would silence their voices and con-
stitute an injustice to their reemergent 
agency.

These individuals should not be 
silenced again because of scholarly inat-
tention to the pressing challenge of how 
to allow them to participate in decisions 
and discussions that would have a bear-
ing on their welfare and happiness. 
Along with improved prosthetics, these 
individuals are also entitled to a suitable 
and workable ethical framework that 
would allow them the opportunity to 
demonstrate their fullest will consistent 
with prudence.

The Problem of Reemergent Voice

Herein resides the problem. How is 
the maximal expression of reemergent 
agency allowed for without imposing 
a burden that cannot be responsibly 
maintained? For example, when Monti 
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et al. first demonstrated functional neu-
roimaging’s ability to serve as a com-
munication channel in a patient thought 
to be vegetative but who was found to 
be minimally conscious,17 I was asked 
by the New York Times whether such 
interventions could allow a patient the 
opportunity to express a desire to die 
or refuse therapy.18 It was a logical and 
expected question, given the confluence 
of self-determination and the right to 
die in the United States19,20,21 and the 
perceptions that people with severe brain 
injury would want to die.

When I read the article, however, my 
initial thoughts were not of a right to 
die, or the continuation of a saga that 
has intermingled brain injury and the 
right to die movement since the case of 
Karen Ann Quinlan. Rather, it was an 
image of Nelson Mandela when he 
returned to the prison on Robben Island 
where he had been held captive by South 
Africa’s apartheid regime because he 
had sought to counter that injustice.22,23 
I remembered him looking out through 
the bars that had confined him. The 
photograph captured his visionary gaze 
looking beyond to the sunshine and a 
new South Africa. I also thought of all the 
patients I had seen who had similarly 
been imprisoned in their own minds 
because their thoughts could not be 
expressed. Now, through this novel use 
of neuroimaging, patients saddled with 
a discordance of thought and action 
(here the act of speaking) could be lib-
erated from their biological captivity. 
They could rejoin the broader human 
community when given access to com-
munication. It was not, to my mind, 
about a right to die, but rather the right 
to live once again among the rest of us. 
In sum, the right to live a more fully 
human life, if that was their wish.

By the time the reporter asked me for a 
comment, however, reality had set in. 
What exactly should be the criteria to 
accept this technology as valid and allow 

for the expression of will, whether to use 
it to evince a desire to live or, for that mat-
ter, to die? How much credence should 
be given to neuroprosthetic communica-
tion? What kind of decisions should be 
acceptable? Should decisions to with-
draw, much less withhold, life-sustaining 
therapies be included or excluded? 
Should limits be set on the scope of a 
patient’s discretion and decisionmaking?

Amidst a full interview, therefore,  
I was quoted as saying, “We’ve opened 
up a communication channel with this 
technique, but in some ways it’s like a 
very bad cell phone connection.”24 My 
quip not only sought to convey the 
wonder of hearing from silent minds25 
imprisoned by brain injury, but also 
point to the real challenges posed by 
their liberation.

Yes, it is great news, but it is impor-
tant not to jump to conclusions. There 
were, and are, serious technical and 
normative challenges to address before 
this technology can be ready for regular 
use.26 As an operational matter, patients 
in MCS are unable to initiate a question 
or to convey its content if they have one 
on their mind. This makes them depen-
dent on their interlocutors in a manner 
that could deprive them of the chance to 
convey their own thinking. If the ques-
tion asked does not match the thought 
that they wish to express, the thought 
will go unsaid and unspoken. Such 
absence of speech could lead to the mis-
taken inference that the lack of the spo-
ken word meant a corresponding lack 
of thought. The right question might be 
asked but at the wrong time. Patients 
who are in MCS have problems with 
arousal, and, therefore, have a waxing 
and waning attention span. When this 
is coupled with impaired motor output, 
a patient’s motoric and verbal output 
may not reflect the workings of that 
person’s mind.27

My colleague, Nicholas Schiff, has 
called this phenomenon CMD.28 CMD 
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can be thought of as the decoupling of 
thought and behavior either because 
of impaired motor output or because 
the level of arousal necessary to sustain 
engagement with the outside world is 
lacking. This combination of factors may 
yield a non-answer on one occasion but 
not on another. A non-response could 
prompt a mistaken or flawed inference 
about global abilities even though that 
failure to respond was reflective of a tem-
porary brain state. At other times, a patient 
could be capable of so much more.

Further compounding the challenge 
of fluctuating levels of arousal is the 
challenge of the potential latency of 
response.29 Patients may respond slowly, 
in fact so slowly that the response is 
missed. This is what happened when 
Maggie was studied using a volitional 
neuroimaging paradigm.30 Initially, we 
believed that she did not respond to our 
questions, only to later discover that her 
answers were so slowly forthcoming that 
they were buried in the following ques-
tion.31 This was a function of her biology, 
but other individuals might be delayed 
in their responses because they were 
deliberating or weighing their choices 
carefully, and some might not respond 
because they intentionally chose not to 
do so.

To add to this are issues related to the 
the technology employed, much like 
that bad cell phone conversation referred 
to earlier. A non-response could simply 
be the function of a faulty methodology 
or inadequate bandwidth, all extrinsic 
variables independent of the patient’s 
intrinsic ability to communicate.32

In the aggregate, this makes the inter-
pretation of responses more useful when 
they are present rather than when they 
are not. A positive response, as in the case 
of the Monti et al. example, was a game 
changer,33 changing perceptions about 
a patient who was thought to be vegeta-
tive, and therefore permanently uncon-
scious, but who was actually minimally 

conscious, albeit in a non-behavioral 
MCS in which there were thoughts but 
not overt motor output.34 But a non-
response, for all the previously cited rea-
sons, can never be dispositive. Given the 
limits of the available technology and the 
biology of MCS, the risk of a false nega-
tive is just too high.

The specificity of this methodol-
ogy is not known, nor, even more 
fundamentally, is its sensitivity or its 
ability to detect consciousness when 
it is there. There is reason to be con-
cerned as well when there is a negative 
response to a query. One of the great 
paradoxes, which remains unsettled to 
this day, is that some patients who can 
follow commands and satisfy bedside 
behavioral criteria for MCS are unable 
to (or perhaps care not to) follow com-
mands in the scanner. Therefore, this 
makes the scanner insensitive to MCS. 
The best detector of MCS remains the 
psychometric test, the Coma Recovery 
Scale – Revised,35 which is performed 
at the bedside by a skilled examiner 
on multiple occasions in order to take 
account of fluctuations in levels of 
arousal and the individual’s potential 
for engagement.

This suggests that positive responses 
are meaningful, whereas negative ones 
may be useless and even dangerous, 
because they could yield the false impres-
sion that the patient is unable to commu-
nicate when in fact the patient might 
retain that ability. This error is com-
pounded by the seductive nature of neu-
roimaging technology and its compelling 
technological flourish. These questions 
prompt one to wonder if an individual’s 
responses accurately reflect underlying 
thoughts and wishes. This indetermi-
nacy, coupled with the consequences of 
being misunderstood or misconstrued, 
call for a communicative approach bol-
stered by safeguards and redundancies.

Nancy Worthen voiced similar con-
cerns about the hypothetical situation 
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of ceding authority to her daughter’s 
emergent capabilities. In an interview 
performed years before the Thengone 
et al. study, Nancy was cautious:

if I asked her, do you think the 
quality of your life isn’t enough.  
I don’t know, what would I do  
if she said ‘no mom, it’s not 
enough…No, it just doesn’t feel 
right to me. It doesn’t feel like 
she’s in a position to decide that 
because she’s so vulnerable. I feel 
like I’d be taking advantage of 
her.. . . the only questions that she 
can answer are the ones I choose 
and so they’re the only questions. 
I don’t feel like I know what ques-
tions she wants me to ask.36

And beyond Maggie’s vulnerability, 
Nancy was concerned about the ever-
present risk of misconstrual:

Like so sometimes I think—there 
was a time where she’s like she’s 
moving and I am thinking she’s 
angry whatever or she’s in pain 
or… I was trying to interpret what 
I saw in Margaret and … it turned 
out that she just wanted to go back 
to bed. Like it wasn’t a big [deal]…
it wasn’t a what you call it … [an] 
ethical crisis or some sort of meta-
physical dilemma like “I want to 
die, like I’m so depressed.” It was 
just a desire to go to bed, to stretch 
a leg, to work out a cramp.37

From experience, she has learned to be 
more cautious, noting “Whereas I might 
have interpreted it as something larger, 
it was just I’m tired and want to go to 
bed.”38

Rationale for a Mosaic Approach

To accommodate a patient’s reemer-
gent voice, yet not let it speak beyond 
its range and capabilities, any norma-
tive framework of analysis would 

need to have fail safes and multiple 
sources of input before decisions were 
undertaken. To that end, I will suggest 
a mosaic approach to decisionmaking 
for reemergent agency. Mosaics are made 
of small stones that come together. 
The whole emerges from the parts to 
create beautiful patterns when viewed 
from a distance. The same process can 
bring coherence to the capacity puzzle 
prompted by reemergent agency. Like 
a mosaic’s shards that coalesce to  
create discernible patterns, pieces of 
information and perspectives can come 
together to create a coherent picture 
with the result being the inclusion of 
the patient’s voice into the deliberative 
space prompted by reemergent voice 
and recovery.

Invoking the mosaic metaphor is use-
ful for those with reemergent capacity, 
because in isolation, their piece of the 
capacity puzzle is insufficient to gen-
erate the desired image. And yet with-
out their contribution, the pattern that 
emerges from the pieces will be incom-
plete, missing an essential element. 
Temporally, creating the artistry of a 
mosaic takes time, collecting the ele-
ments and then organizing a final prod-
uct. Reaching a consensus on what to do 
similarly has a T1 (time 1) to T2 (time 2) 
component and is a constructed work. 
Finally at a meta-level, mosaics overcome 
fragmentation, and this speaks to the 
reintegration of individuals with their 
newly regained voice into civil society.

This suggestion moves out of the 
conventional realm of surrogate deci-
sionmaking where the voice of the 
patient has been lost and the surrogate 
steps in to decide. In this familiar sce-
nario, there is an exchange of the sur-
rogate for the principal. In contrast, a 
mosaic approach requires the contribu-
tions of both the patient and surrogate, 
because neither has full normative 
authority or substantive knowledge to 
decide alone.
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The challenge of relying on either sur-
rogate or patient becomes evident if 
one considers the difference between 
consent and assent, and between refusal 
and dissent. The surrogate would be 
legally empowered to consent and refuse 
in the absence of the patient’s compe-
tence, but the patient might have the 
ability to voice assent or dissent, thus 
potentially informing the deliberative 
authority of the surrogate.

This makes unilateral surrogate judg-
ments problematic, because the origin of 
their representational authority derives 
from the patient, either through delega-
tion as through a durable power of attor-
ney for healthcare, or from substantive 
knowledge of prior wishes, and famil-
ial relations. In all of these cases, the 
surrogate’s authority derives from the 
patient’s right of self-determination. 
Logically, if surrogate authority derives 
from the patient when there is incapac-
ity, it follows that the same is true as  
it returns. To do otherwise discounts 
reemergent voice and dishonors the 
source of the surrogate’s moral authority. 
Therefore, for consistency, both prior 
wishes and current articulations of pref-
erences need to be heard and deliber-
ated on. At least some level of deference 
is owed to the partially capacitated, 
reemergent patient, as neither surrogate 
nor patient can decide alone once there 
is reemergent voice.

This deference needs mediation 
beyond patient and surrogate to ensure 
that the reemergent voice is heard. A 
patient might have the ability to articu-
late a view or preference but might not 
have the wherewithal to gain a proper 
hearing. Surrogates who have been used 
to making all the decisions will have a 
hard time ceding their responsibilities, 
and clinicians will continue to look to 
surrogates for direction out of habit and 
convenience. To ensure that the patient 
is heard, others need to be added to the 
mix to counter the status quo, which 

would seem to perpetuate an unrecon-
structed role for the surrogate.

Creating the Mosaic

Under the framework of mosaic deci-
sionmaking, the deliberate process 
would include surrogate and patient, 
a medical professional, and a patient 
advocate. Throughout, the group would 
be guided by the patient’s prior wishes, 
medical best interest, and the patient’s 
current, if inchoate views. These indi-
viduals and this information come 
together metaphorically into a mosaic.

This consensus model for mosaic 
decisionmaking39 is based on a process 
used by the New York State Commission 
on Quality Care for the Mentally Ill, 
which makes decisions for isolated inca-
pacitated patients with mental illness.40 
In the absence of family members  
or other surrogates, the Commission 
assembles surrogate decisionmaking 
committees (SDMCs) to reach a consen-
sus on major medical decisions. SDMCs 
are made up of 12 members, and operate 
in smaller groups of 4 members drawn 
from a larger panel with representa-
tives from the following categories: 
New York State health professionals, 
former patients or relatives of people 
with mentally disability, attorneys, and 
advocates for the mentally disabled 
and/or experts with interest in their 
care.41

This process is in lieu of going to 
court, which can be costly and can 
delay care,42 or of more expeditious 
routes to treatment decisions that often 
skirt questions of proper representa-
tion and, ultimately, informed consent. 
Follow-up data from this program sug-
gest that this mechanism expedites 
decisionmaking and improves the qual-
ity of the decisionmaking process. As 
evidence of the quality of their delib-
erations, follow-up data reveal that 
the process finds some patients to be 

D
ow

nl
oa

de
d 

fr
om

 h
tt

ps
://

w
w

w
.c

am
br

id
ge

.o
rg

/c
or

e.
 C

or
ne

ll 
U

ni
ve

rs
ity

 L
ib

ra
ry

, o
n 

19
 S

ep
 2

01
7 

at
 1

7:
59

:5
2,

 s
ub

je
ct

 to
 th

e 
Ca

m
br

id
ge

 C
or

e 
te

rm
s 

of
 u

se
, a

va
ila

bl
e 

at
 h

tt
ps

://
w

w
w

.c
am

br
id

ge
.o

rg
/c

or
e/

te
rm

s.
 h

tt
ps

://
do

i.o
rg

/1
0.

10
17

/S
09

63
18

01
17

00
03

29

https://www.cambridge.org/core
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0963180117000329


Joseph J. Fins

8

competent, identifies unknown surro-
gates, utilizes second opinions, modifies 
treatment decisions, and refuses con-
sent in a small number of cases.43

Like the model used in New York, a 
mosaic decisionmaking ensemble would 
work together to titrate the patient’s voice 
as maximally as possible, tempered by 
countervailing information and perspec-
tives. Each member of the group would 
have a specific role in the deliberation.

The surrogate decisionmaker would 
take the lead in the hierarchy of deci-
sionmakers, as the person most proxi-
mally placed to the patient (unlike 
New York’s SDMCs where there is  
no available surrogate). The surrogate 
would be informed by the patient’s 
prior wishes and be best positioned to 
interpret the patient’s current views. 
Additional deference would be owed  
to the surrogate if that person had been 
specifically delegated as a durable power 
of attorney for healthcare prior to the 
patient’s decisional incapacity.

Because of the surrogate’s relation-
ship to the patient, and the primacy  
of negative over positive rights which 
stem from the right to be left alone, the 
surrogate would have veto power over 
any decision emerging from mosaic 
deliberations. Nothing could be done 
without surrogate agreement, unless 
it was ordered by a court of appropri-
ate jurisdiction. Conversely, given the 
emergence of patient’s voice, the sur-
rogate would have less authority to con-
sent than if the patient were unable to 
participate at all.

Although the surrogate’s agreement 
would be necessary, it might not be 
sufficient absent the integration of  
the views of the patient and the larger 
group. This is to protect the patient from 
unilateral surrogate decisions and also to 
mitigate decisions made by surrogates 
whose frustration might make them 
desperate for a “cure,” even if the risks 
were disproportionate and excessive. 

Conversely, a frustrated surrogate might 
withdraw care without adequate con-
sultation with the patient who might 
evince a preference.

The countervailing views of the 
mosaic group would seek to temper 
outlier decisions (in either direction) 
and help achieve a consensus deter-
mination. It would seek to achieve 
this degree of integration by drawing 
on the views of each of its members. 
The medical professional would pro-
vide guidance on the specifics of any 
care decision and be an advocate for 
the patient. The patient advocate, who 
would need to have had experience with 
brain injury as a survivor or a caregiver, 
would help ensure that the patient’s 
views were maximally incorporated into 
the decisionmaking process. The advo-
cate would work to advance the patient’s 
views and help ensure that the patient 
received the assistance necessary to be 
most expressive.44

Thresholds for Patient Engagement

Collectively, this group would seek to 
determine thresholds to help titrate the 
patient’s voice. This process would look 
much like James Drane’s formulation 
of the sliding scale of competence for 
informed consent.45 In that framework, 
the patient’s ability to partake in deci-
sions is tied to his or her ability to under-
stand the question under consideration, 
integrate the relevant information, and 
evidence heightened degrees of “evi-
dencing understanding.” But how does 
one determine this, when the speech act 
could be suspect and non-responses are 
potentially exercises in ambiguity?

The narrative of the Quigleys, another 
family I interviewed, may provide guid-
ance on the threshold question.46 Kenny 
Quigley had been placed in a group 
home after an extended stay in a nursing 
home after his traumatic brain injury.47 
His mother, Elinor, liked the social 
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aspects that the group home provided 
her son, but was concerned about the 
quality of medical care. It was a border-
line situation that required balancing of 
the friendships that Kenny was making 
after the isolation of chronic care and the 
availability of on-site medical care.

Elinor and Kenny’s wife were inclined 
to move him out of the group home, but 
wanted to know what Kenny thought, 
as best they could discern it. Even when 
he was functionally more impaired, they 
sought to know his views and wishes. 
As Elinor explained, even when Kenny 
was less capable of expressing himself, 
she and her family would seek to under-
stand him. Instead of discounting his 
views, she noted, “No we would still 
weigh it you know, we never underval-
ued his opinion. We would weigh it, 
talk about it, and see, does he really 
know? Does he really understand what 
he’s doing or what he’s saying, you 
know?”

When it came time to decide about 
the group home, they had heard enough 
from Kenny to change their minds and 
let him stay. As criteria for their change 
of heart, they pointed to the persistence 
of Kenny’s view, as well as his actions. 
This constituted evidence of his wishes 
and level of understanding. Elinor said. 
“I asked him: ‘Kenny are you happy 
here, do you want to leave?’ and he said 
‘no.’ I said, ‘Are you happy here?’ he 
said ‘yes.’ So I said ‘wow, we’ll try to 
figure out what we can do now.’ So my 
feelings, his wife’s feelings, and the 
group home’s feelings…to get a happy 
medium so that’s what we did. We all 
worked together but Kenny was happy 
there. He didn’t want to leave.”48

When asked how to know when to 
listen to him, and when to discard what 
he was saying, Elinor responded: “Well 
mostly because he’s persistent. If he’s 
persistent I know he knows like it wasn’t 
just once I asked, ‘Do you want to be 
here? Do you want to go back to a 

nursing home? Are you happy here?’ 
And he’ll say, he was saying, ‘Yes I’m 
happy.’ And so it wasn’t just once we 
asked. It would be different times, 
different days, you know.”49

The Quigleys also looked at what 
Kenny did. His actions reinforced his 
words. Elinor reports that even as she 
was looking at other facilities, “he just 
convinced me he was happy because of 
the way he walked around, the way he 
did things.” She explained, “He took 
charge of himself you know? …we’d 
be in the parlor and he would just turn 
his wheelchair and go into his room 
and look back like, this is my room 
you know? I mean he just showed he 
belonged there.” In sum, it was this 
combination of Kenny’s words and 
deeds that showed that he understood 
the choice at hand and conveyed his 
desire to stay in the group home.

Although it was something more. 
Mr. Quigley’s family respected him and 
his personhood. When it was suggested 
that he would be better off if others, 
more capable than he, made decisions, 
that it would be safer than listening to 
someone so “impaired,” they bristled 
at the suggestion. Here is another 
dose of experiential wisdom from 
Elinor Quigley. “Well that’s hard to 
do because, um, it’s very difficult to 
explain to people that even if all they 
have is an eighth of an idea of what 
they wanna do, that eighth is important 
and it’s very hard to…like we said, 
unless you’ve experienced something 
like it you can’t explain to anybody, you 
know?”50

Why was that eighth important? 
Kenny’s sister replied, “’cause he’s  
a person…He still has feelings you 
know, right?” Elinor added, “Yeah. 
It’s all about him. I mean he wouldn’t 
take that right away from me you 
know? I can’t take it away from him.” 
Although the goal was to protect him, 
Mrs. Quigley said, “we try to give him 
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independence too.” It does not always 
lead to a choice by her son, however, 
because “Sometimes he doesn’t want 
to do any of it, but he’s given a choice 
anyway.”51

The bottom line underlying the fam-
ily’s approach is “We try to recognize 
that he is a human. He is a person just 
like a little baby now you know? I mean 
you give a baby choices.”52 It is an a pos-
teriori statement borne of experience and 
mother’s love, which speaks to the 
centrality of reemergent voice to per-
sonhood, and to why structures need 
to be advanced that will do for others 
what the Quigleys are struggling to do 
for Kenny.

Caveats

As instrumental as this mosaic pro-
cess of decisionmaking might be, I do 
not suggest it without reservations. 
My greatest concern, for which I do  
not have a procedural solution, is how 
to choose the members of the mosaic 
team, most notably the individual who 
would serve as the patient advocate. 
Although the patient, surrogate, and 
physician are fixed by circumstances, 
the advocate is not. How that person is 
chosen, trained, and brought into the 
mix may determine the success or failure 
of this experiment in deliberation and 
consensus building. At the very least, 
these people should be vetted, trained, 
and given prospective guidance about 
their role and responsibilities.

A second concern is that a mosaic 
approach disempowers surrogates who 
traditionally have made decisions for 
incapacitated patients. This limitation 
will occur in the name of increasing 
the authority of reemerging patients. 
Seen from the usual dichotomy of patient 
or surrogate consent, this trade-off can 
be viewed as a zero sum game in which 
one’s gain is the other’s loss. This may 
lead to surrogate resentment of the 

patient and the process, potentially 
leading to disengagement or outright 
abdication of the role.

More concerning would be the mis-
use of the mosaic structure that I rec-
ommend. I could envision an unholy 
alliance between the physician and advo-
cate that alienated and isolated well-
intentioned surrogates, who likely know 
their loved ones’ wishes better than any-
one else. These surrogates already feel 
frustrated by their experiences working 
with the healthcare system. I have writ-
ten a book on their travails,53 and the last 
thing that I would want to do would be 
to add to their angst by adding another 
bureaucratic obstacle that they would 
have to overcome.

Given this reservation, my appeal for 
a mosaic approach for decisionmak-
ing is more a heuristic than a practice 
guideline. It is offered here to suggest a 
means of ensuring the reintegration of 
the patient’s returning voice into the 
conversation. It is not intended to deny 
surrogates their proper role, but rather 
to remind them (and the clinical team 
engaged in care) that patients in their 
emerging state deserves to be heard. The 
goal is simply an inclusive conversation.

This clarion call to hear, and revel in 
the returning voice of recovering patients, 
is not meant to alienate or marginalize 
surrogates. Rather it is to help them bet-
ter appreciate the moral significance of 
their representational efforts in light of 
the patient’s reemergent agency, and as 
surrogates appreciate this new phase in 
their representation, all who form this 
mosaic of care should view surrogates as 
central to any decision. They should be 
respected throughout the process and 
become neither alienated nor isolated, 
and they should be utilized for their 
unique translational abilities to under-
stand what their loved ones are saying, 
or trying to say.

Lest it be forgotten, as interpreters of 
their children’s new found capacities, 
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Nancy and Elinor were better positioned 
than anyone else to be their advocates, 
albeit in a more nuanced manner. As 
Maggie54 and Kenny found their way 
to communication, their mothers’ voices 
were strengthened and emboldened as 
they welcomed their children back into 
the conversation.

That is not to say that there would 
not be disagreements as patients recover 
and become more independent. But that 
would be a good thing. It would be a sign 
of evolving autonomy,55 a welcome 
development reminiscent of an earlier 
developmental transition that adoles-
cents make as they journey into adult-
hood and parents nervously cede their 
authority. This journey is not easy when-
ever it happens, but when it occurs out of 
the depths of brain injury, it is a time for 
rejoicing and celebration. Given the prog-
ress that neuroscience is poised to make, 
this is a journey for which the neuroethics 
community must now prepare.

Notes

 1.  Fins JJ. Neuroethics and neurotechnology: 
Instrumentality and human rights. In: Illes J, 
Hossain S, eds. Neuroethics: Anticipating the 
Future. New York: Oxford University Press, 
In Press.

 2.  Giacino JT, Ashwal S, Childs N, Cranford R, 
Jennett B, Katz DI, et al. The minimally con-
scious state: definition and diagnostic criteria. 
Neurology 2002;58(3):349–53.

 3.  Schiff ND. Cognitive motor dissociation fol-
lowing severe brain injuries. JAMA Neurology. 
2015;72(12):1413–5.

 4.  Schnakers C, Vanhaudenhuyse A, Giacino J, 
Ventura M, Boly M, Majerus S, et al. Diagnostic 
accuracy of the vegetative and minimally con-
scious state: Clinical consensus versus stan-
dardized neurobehavioral assessment. BMC 
Neurology 2009;9:35.

 5.  Schiff ND, Giacino JT, Kalmar K, Victor JD, 
Baker K, Gerber M, et al. Behavioral improve-
ments with thalamic stimulation after severe 
traumatic brain injury. Nature 2007;448(7153): 
600–603.

 6.  Monti MM, Schnakers C, Korb AS, Bystritsky A,  
Vespa PM. Non-invasive ultrasonic thalamic 
stimulation in disorders of consciousness after 

severe brain injury: a first-in-man report. Brain 
Stimulation 2016;9(6):940–1.

 7.  Monti MM, Vanhaudenhuyse A, Coleman MR, 
Boly M, Pickard JD, Tshibanda L, et al. Willful 
modulation of brain activity in disorders of 
consciousness. New England Journal of Medicine 
2010;362(7):579–89.

 8.  Fins JJ, Schiff ND. Shades of gray: New insights 
from the vegetative state. The Hastings Center 
Report 2006;36(6):8.

 9.  Chatelle C, Thibaut A, Gosseries O, Bruno MA, 
Demertzi A, Bernard C, et al. Changes in cere-
bral metabolism in patients with a minimally 
conscious state responding to zolpidem. 
Frontiers in Human Neuroscience 2014;8:917.

 10.  Giacino JT, Whyte J, Bagiella E, Kalmar K, 
Childs N, Khademi A, et al. Placebo-
controlled trial of amantadine for severe trau-
matic brain injury. New England Journal of 
Medicine 2012;366(9):819–26.

 11.  Thengone DJ, Voss HU, Fridman EA, Schiff ND. 
Local changes in network structure contrib-
ute to late communication recovery after 
severe brain injury. Science Translational 
Medicine 2016;8(368):368re5.

 12.  Fins JJ. Rights Come to Mind: Brain Injury, Ethics 
and the Struggle for Consciousness. New York: 
Cambridge University Press; 2015.

 13.  See note 12, Fins 2015.
 14.  See note 11, Thengone et al. 2016.
 15.  See note 12, Fins 2015.
 16.  Wright MS, Fins JJ. Rehabilitation, education, 

and the integration of individuals with severe 
brain injury into civil society: Towards an 
expanded rights agenda in response to new 
insights from translational neuroethics and 
neuroscience. Yale Journal of Health Policy, Law, 
and Ethics 2016;16(2):233–88.

 17.  See note 7, Monti el al. 2010.
 18.  Carey B. Inside the injured brain, many kinds 

of awareness. The New York Times, April 5, 
2005; available at http://www.nytimes.com/ 
(last accessed 15 May 2017).

 19.  Fins JJ. Constructing an ethical stereotaxy for 
severe brain injury: balancing risks, benefits and 
access. Nature Reviews Neuroscience 2003;4:323–7.

 20.  Fins JJ. Affirming the right to care, preserving 
the right to die: Disorders of consciousness and 
neuroethics after Schiavo. 2006;4(2):169–78.

 21.  See note 12, Fins 2015.
 22.  Mandela N. Long Walk to Freedom. New York: 

Little, Brown and Company; 1994.
 23.  See note 1, Fins In Press.
 24.  Fins JJ. Quotation of the day. The New York 

Times, A-20, February 4, 2010; available at 
https://query.nytimes.com/gst/fullpage.
html?res=9405E5D8143FF937A35751C0A966
9D8B63 (last accessed 3 May 2017).

D
ow

nl
oa

de
d 

fr
om

 h
tt

ps
://

w
w

w
.c

am
br

id
ge

.o
rg

/c
or

e.
 C

or
ne

ll 
U

ni
ve

rs
ity

 L
ib

ra
ry

, o
n 

19
 S

ep
 2

01
7 

at
 1

7:
59

:5
2,

 s
ub

je
ct

 to
 th

e 
Ca

m
br

id
ge

 C
or

e 
te

rm
s 

of
 u

se
, a

va
ila

bl
e 

at
 h

tt
ps

://
w

w
w

.c
am

br
id

ge
.o

rg
/c

or
e/

te
rm

s.
 h

tt
ps

://
do

i.o
rg

/1
0.

10
17

/S
09

63
18

01
17

00
03

29

http://www.nytimes.com/
http://www.nytimes.com/
https://query.nytimes.com/gst/fullpage.html?res=9405E5D8143FF937A35751C0A9669D8B63
https://query.nytimes.com/gst/fullpage.html?res=9405E5D8143FF937A35751C0A9669D8B63
https://query.nytimes.com/gst/fullpage.html?res=9405E5D8143FF937A35751C0A9669D8B63
https://www.cambridge.org/core
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0963180117000329


Joseph J. Fins

12

 25.  Fins JJ, Schiff ND. In search of silent minds. 
Scientific American Mind, November/December 
2016; 44–51.

 26.  Fins JJ, Schiff ND. In the blink of the mind’s 
eye. The Hastings Center Report 2010;40(3): 
21–3.

 27.  Giacino JT, Fins JJ, Laureys S, Schiff ND. 
Disorders of consciousness after acquired brain 
injury: The state of the science. Nature Reviews 
Neurology 2014;10:99–114.

 28.  See note 3, Schiff 2015.
 29.  See note 26, Fins, Schiff 2010.
 30.  Bardin JC, Fins JJ, Katz DI, Hersh J, Heier LA, 

Tabelow K, et al. Dissociations between behav-
ioural and functional magnetic resonance 
imaging-based evaluations of cognitive func-
tion. Brain 2011;134(3):769–82.

 31.  Fins JJ. “Wait, Wait––Don’t Tell Me”…Tuning 
in the Injured Brain. Archives of Neurology 
2012;69(2):158–60.

 32.  See note 26, Fins, Schiff 2010.
 33.  See note 7, Monti el al. 2010.
 34.  With further assessment, this individual did 

subsequently meet the behavioral criteria for 
MCS.

 35.  Giacino JT, Kalmar K and Whyte J. The JFK 
Coma Recovery Scale–Revised: Measurement 
characteristics and diagnostic utility. Archives of 
Physical Medicine and Rehabilitation 2004;85(22): 
2020–9.

 36.  See note 12, Fins 2015, at 283.
 37.  See note 12, Fins 2015, at 284.
 38.  See note 12, Fins 2015, at 284.
 39.  Fins JJ, Miller FG. Enrolling decisionally 

incapacitated subjects in neuropsychiatric 
research. CNS Spectrums 2000;5(10):32–42.

 40.  Sundram CJ. Informed consent for major med-
ical treatment of mentally disabled people. 
A new approach. New England Journal of 
Medicine 1988;318(21):1368–73.

 41.  NY Mental Hygeine Law, Art. 80.

 42.  New York State Justice Center for the Protection 
of People with Special Needs. Surrogate Decision 
Making Committee Program: Panel Member 
Handbook. May 2017; available at: https://
www.justicecenter.ny.gov/sites/default/
files/documents/SDMC-Handbook_1.pdf 
(last accessed on 12 June 2017).

 43.  Sundram CJ, Stavis PF. Obtaining informed 
consent for treatment of mentally incompetent 
patients. A decade under New York’s innova-
tive approach. International Journal of Law and 
Psychiatry. 1999;22(2):107–23.

 44.  Bach M, Kerzner L. Advancing substantive 
equality for persons with disabilities through 
law, policy and practice. Commissioned by 
the Law Commission of Ontario, 2010; avail-
able at: http://www.lcocdo.org/disabilities-
commissioned-paper-bach-kerzner.pdf (last 
accessed 15 May 2017).

 45.  Drane JF. Competency to give an informed 
consent. A model for making clinical assess-
ments. JAMA 1984;252(7):925–7.

 46.  IRB approved interview by author with Elinor 
Quigley on April 12, 2017, Weill Cornell Medical 
College. Permission granted for quotation.

 47.  See note 12, Fins 2015.
 48.  See note 46, Quigley interview.
 49.  See note 46, Quigley interview.
 50.  See note 46, Quigley interview.
 51.  See note 46, Quigley interview.
 52.  See note 46, Quigley interview.
 53.  See note 12, Fins 2015.
 54.  Fins JJ. Giving voice to consciousness: 

Neuroethics, human rights and the indis-
pensability of neuroscience. The Society  
for Neuroscience David Kopf Lecture on 
Neuroethics. Cambridge Quarterly of Health 
Care Ethics 2016;25(4):583–99.

 55.  Fleischman AR. Pediatric Ethics: Protecting  
the Interests of Children. New York: Oxford 
University Press; 2016. 

D
ow

nl
oa

de
d 

fr
om

 h
tt

ps
://

w
w

w
.c

am
br

id
ge

.o
rg

/c
or

e.
 C

or
ne

ll 
U

ni
ve

rs
ity

 L
ib

ra
ry

, o
n 

19
 S

ep
 2

01
7 

at
 1

7:
59

:5
2,

 s
ub

je
ct

 to
 th

e 
Ca

m
br

id
ge

 C
or

e 
te

rm
s 

of
 u

se
, a

va
ila

bl
e 

at
 h

tt
ps

://
w

w
w

.c
am

br
id

ge
.o

rg
/c

or
e/

te
rm

s.
 h

tt
ps

://
do

i.o
rg

/1
0.

10
17

/S
09

63
18

01
17

00
03

29

https://www.justicecenter.ny.gov/sites/default/files/documents/SDMC-Handbook_1.pdf
https://www.justicecenter.ny.gov/sites/default/files/documents/SDMC-Handbook_1.pdf
https://www.justicecenter.ny.gov/sites/default/files/documents/SDMC-Handbook_1.pdf
http://www.lcocdo.org/disabilities-commissioned-paper-bach-kerzner.pdf
http://www.lcocdo.org/disabilities-commissioned-paper-bach-kerzner.pdf
https://www.cambridge.org/core
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0963180117000329


8/28/2017 Brain Injury and the Civil Right We Don’t Think About - The New York Times

https://www.nytimes.com/2017/08/24/opinion/minimally-conscious-brain-civil-rights.html 1/6

The Opinion Pages

Brain Injury and the Civil Right We Don’t
Think About
Joseph J. Fins

DISABILITY AUG. 24, 2017

The last time I saw Margaret Worthen was in November 2012. She was in New York
participating in a study of patients with severe brain injury. As soon as I walked into
her room, I knew something had changed. She was still immobile, but she noticed
my presence, was more attentive and engaged. And there was something else: She at
times was able to use her left eye to answer simple yes or no questions. That
morning, she seemed to relish her new found fluency. She responded with verve, as
if the determined downward swoop of her eye could signal an exclamation point.

Communicating with one eye may not seem like much, but it was something to
behold. Maggie, as she was known, had suffered a complex stroke six years earlier,
during her senior year at Smith College, that involved areas deep in her brain. She
had been thought to be in the “vegetative state” — the term commonly used to define
the unconscious brain state most of us associate with the right to die movement and
the legacies of Karen Ann Quinlan, Nancy Cruzan and Terri Schiavo.

Later, Maggie was found to be in the “minimally conscious state” — a term
medically formalized in 2002. Unlike vegetative patients, those in MCS are
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https://www.nytimes.com/pages/opinion/index.html
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conscious. They demonstrate intention, attention and memory. They may reach for a
cup, say their name and notice you when you walk into their room. The problem is
that these actions may be rare and intermittent, so when family members who
witnessed them share their observations with staff members, they are often
attributed to a family’s wishful thinking.

This may be true in individual cases. But often it is just part and parcel of the
biology of MCS. Indeed, at least one study indicated an alarming rate of
misdiagnosis: it found that 41 percent of patients with traumatic brain injury who
were in chronic care and thought to be in the vegetative state were in fact in MCS.

If not for the astute observations of her Boston neurologist, Maggie, too, would
have been misdiagnosed in perpetuity. But instead, she was expressing herself one
blink at a time. For a young woman who had been thought permanently
unconscious, this was truly a heroic accomplishment.

Maggie’s mother, Nancy, who gave me permission to tell her family’s story in my
book, “Rights Come to Mind: Brain Injury, Ethics and the Struggle for
Consciousness,” never thought this would be how her daughter’s life would turn out.
She had other expectations for her beautiful daughter, who studied Spanish, played
Frisbee and aspired to be a veterinarian.

Still, Nancy and Maggie made a life together after the stroke. And it was O.K.
Nancy was grateful that Maggie had learned to communicate, while wishing she
could do more than move that one eye. Still, she told me, it seemed like it was
“enough to have a life, even a small life.” Maggie had things that many people didn’t
have, she said — relationships, friends and family who loved her.

In the end, Nancy arrived at a sort of acceptance: “So, I don’t know. But I think a
small life is O.K.”

We cannot know whether it was O.K. for Maggie. But the rudimentary
communication channel established with her left eye was the start of a way to know
what she might have thought. That we cannot yet know for sure did not mean that
she had no preferences or wishes. Indeed the goal of those of us who do this work is
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to find out and try to provide these patients with the chance to again express their
agency.

Maggie’s case — her “small life” — became very consequential when my
colleagues at Weill Cornell Medicine published a paper last December in the journal
Science Translational Medicine revealing what had happened within her brain
following her injury. During the recovery of her ability to communicate, Maggie’s
brain essentially rewired over a period of years.

Using magnetic resonance imaging, Daniel J. Thengone, a graduate student, and
colleagues in the Laboratory of Cognitive Neuromodulation, led by Dr. Nicholas D.
Schiff, were able to demonstrate a strengthening of structural and functional
reconnections across the two hemispheres emanating from Broca’s area, the region
in the frontal lobe responsible for speech. It showed, remarkably, that even a
grievously injured brain could heal itself. It appeared to do so by a process bearing a
strong resemblance to typical brain development. The ongoing reorganization of
connections among neurons is a reprise of how the developing brain gets its start.

As notable as these findings were, they did not stem from a high tech or costly
intervention. Instead, they were the byproduct of a mother’s love, speech therapy
and a simple eye-tracking device that cost about $30. It was Freud’s “talking cure” in
a modern guise, and no less significant for our understanding of resilience and the
importance of interpersonal engagement.

Yet, access to care is strained for this population. Utilization reviewers, and
insurance benefit companies will deny access to rehabilitation to many individuals
when they leave the hospital because they are deemed not yet ready for
rehabilitation. But when nearly half of those who could participate are misdiagnosed
as vegetative when they are actually minimally conscious, this vulnerable group is
further marginalized. Organizations like the American College of Rehabilitation
Medicine have been calling for a comprehensive evaluation of patients after hospital
discharge so that misdiagnosis can be prevented and those who might be helped can
get the rehabilitation they need.

Even those lucky few who do get rehabilitation and are not shunted off to what
is euphemistically called “custodial care” get too little time. Most rehab stays are six

http://stm.sciencemag.org/content/8/368/368re5.full
http://speakyourmindfoundation.org/
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weeks or less. But if the brain recovers through a slow process similar to

development, why do we provide — and only to those lucky enough to receive it —
just a few hours of rehabilitation a week for six weeks? It would be akin to sending
your third grader to school for half-days of classes for a month or two and telling
them that they are now on their own. Now that we know that it takes years for the
developing brain to learn and mature, a similar commitment to the recovering
injured brain now seems indicated.

If we reconceived rehabilitation as education, no one would graduate after a six-
week course of care. Instead, we would promote lifelong learning as a means to
achieve a recovered life. If there is a legal obligation to educate the developing brain,
should there not be a correlative responsibility to those whose brain are in a process
of redevelopment and recovery?

These are radical propositions at a time of fiscal scarcity and serious debate
about the fate of Obamacare and health care reform. Understood this way, one might
see the surrounding politics as untenable and reasonably seek to spend resources
elsewhere. But it would be a mistake to view our responsibilities so narrowly. What
is at stake here is more than a simple insurance question or access to care. It is a
more fundamental question of basic civil rights, leaving conscious individuals
isolated and abandoned.

Tragically, the most fundamental rights have been have been denied patients in
the minimally conscious state.

Take pain control, for example. When a minimally conscious patient is
mistakenly diagnosed as vegetative and thus thought insensate, they may not receive
analgesic pain management or anesthesia for medical procedures. If this occurs, they
are incredibly vulnerable — unable to communicate, and thus unable to cry out in
pain. This error of omission constitutes a disrespect for personhood that should be
beyond the pale in any civilized society.

Of course, we can address this by better diagnostic assessments of a patient’s
brain state, to differentiate the minimally conscious from the permanently
unconscious patient. But we can do something more. We can work to restore the
patients’ own voices, so that they can tell us whether they are in pain, and remind us
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that they are in the room. They remain members of the human community even

though society has segregated them in chronic care.

I use the verb “segregated” deliberately, to invoke a time when separate but
equal was the law. In the wake of legal advances like the Americans with Disabilities
Act and the United Nations Convention on the Rights of the Disabled, which call for
the integration of people with disabilities into civil society, how is the pervasive
segregation of this population justified?

Part of the problem is that when these laws were written, the notion of
reintegration was focused on physical mobility — the ramp on the side walk and the
accessible workplace. It wasn’t about people whose means of integration required
something more than a ramp. For minimally conscious patients, the ramp is the
restoration of functional communication, which makes reintegration into its cognate
— community — possible. When we restore voice to these patients we bring them
back into the room and the conversation.

To accomplish this we must consider the basic relationship between these
individuals and the state, and their civil rights as citizens. Legal protections have
eluded this population precisely because they have been disenfranchised by their
injury. They have fallen outside the scope of legal protections and been subject to
abuse and neglect.

This is the civil rights issue most of us never thought about. But the long arc of
justice is sometimes refracted through scientific discovery and medical advances.

I often speak to university students brought up in the era of L.G.B.T.Q. rights
who can’t understand how my generation did not appreciate that people could love
those they chose to love. They find it incomprehensible that this almost self-evident
right had eluded earlier generations. I caution against smugness, suggesting that
their own children may well ask them how they allowed society to ignore conscious
individuals and deprive them of their rights.

We now can anticipate that there are large numbers of people like Maggie, who
have the potential to communicate but are sequestered — indeed, segregated — in
chronic care, isolated and abandoned by society. Some could be identified with
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proper screening and coaxed back through rehabilitation and emerging treatments.
Now that we know this, we can’t look away.

Sadly, it is too late for Maggie, who died on Aug. 2, 2015. But it’s not for others
who linger in the isolation of their own heads waiting for a chance to talk with you
and exercise their newly found rights. No doubt, it will be an interesting
conversation.

Joseph J. Fins is a professor of medical ethics and the chief of the Division of Medical
Ethics at Weill Cornell Medicine, and a co-director of the Consortium for the Advanced
Study of Brain Injury.
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Over the past decade, neuroscience has fur-
ther refined the categorization of disorders of 
consciousness, severe brain injuries ranging 

from coma to the vegetative and minimally conscious 
states.1 Improved bedside assessment and neuroimag-
ing methods have created new opportunities to iden-
tify consciousness in patients formerly thought to be 
vegetative or unconscious, while emerging drugs and 
technologies have demonstrated that some of these 
minimally conscious patients may be amenable to 
emerging treatments.2 Yet, patients in the minimally 
conscious state (MCS) are frequently burdened by 
coverage denials for services, which often leave them 
without diagnosis, treatment, or rehabilitation appro-
priate to their condition. 

This could soon change. A recent settlement in 
Jimmo v. Sebelius3 between plaintiffs and the Center 
for Medicare and Medicaid Services (CMS) could dra-

matically alter how care is provided to patients with 
chronic conditions like MCS. One aspect of the court-
supervised negotiated settlement were revisions to the 
Medicare Policy Manual, which has the potential to 
widely influence care determinations across the coun-
try for both government funded entitlement programs 
as well as private payers that typically look to the Man-
ual for guidance. 

The plaintiffs in Jimmo, a consortium representing 
patients with chronic conditions such as Parkinson’s 
disease, multiple sclerosis, Alzheimer’s disease, cere-
bral palsy, and paralysis, asserted that local coverage 
determinations (LCDs) about Medicare coverage were 
being based on an “improvement standard,” where 
benefits are denied to patients who are not expected 
to improve, or have failed to demonstrate progress 
despite receipt of some treatments.4 They maintained 
that this was in contradistinction to applicable law. 

Whither the “Improvement 
Standard”? Coverage for Severe 
Brain Injury after Jimmo v. Sebelius
Joseph J. Fins, Megan S. Wright, Claudia Kraft, Alix Rogers,  
Marina B. Romani, Samantha Godwin, and Michael R. Ulrich
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Under statutory requirements, Medicare is supposed 
to cover services that are medically necessary, which is 
defined as “reasonable and necessary for the diagno-
sis or treatment of illness or injury or to improve the 
functioning of a malformed body member.”5 However, 
as delineated in Jimmo v. Sebelius, there is convinc-
ing evidence that LCDs were denying reasonable and 
necessary care. 

To substantiate their claims, the plaintiffs cited 
an LCD that justified a denial of care because “…
there must be an expectation that the condition…will 
improve significantly within a reasonable and gener-
ally predictable period of time.”6 Plaintiffs alleged that 
this was inconsistent with the statute and the court 
held that while any one LCD could not establish the 
presence of an improvement standard, the numerous 
decisions cited by the plaintiffs made it plausible that 
such a standard was being employed.7 Having found 
that there was “at least some evidence” that illegal pre-
sumptions were being used, the court did not grant 
the Secretary’s motion for summary judgment.8

It is important to note that the plaintiffs were not 
asking for the court to rule upon their specific coverage 
requests or overturn their denials. Rather, they merely 
sought judicial enforcement of the Medicare coverage 
policy that was already in place, including the require-
ment that coverage decisions be based on the facts of 
each beneficiary’s individual condition and specific 
clinical needs, instead of a “rule of thumb” or generic 
assessment, such as the improvement standard.9

The settlement that resulted from the Jimmo case 
gives hope that coverage standards will be based on 
individualized assessment and the needs and condi-
tions of specific patients. In this paper, we consider 
the diagnostic, therapeutic, and rehabilitative needs 
of MCS patients and explore the potential impact of 
the Jimmo case and settlement on Medicare policy 
and practice. Although the settlement seeks to bridge 
the gap between what is articulated in law and regu-
lation with local coverage determinations to the ben-
efit of these patients, many barriers to care remain. To 
realize the aspirations of the Jimmo plaintiffs for indi-
viduals with severe brain injury, we conclude with pol-
icy recommendations that we believe will bring more 
appropriate coverage to MCS patients in need of care.

I. Background and Case Study
For marginalized patients, like those in MCS, the 
application of an improvement standard can be 
extremely detrimental. MCS is largely misunderstood 
and often misdiagnosed, with unpredictable recov-
ery trajectories. These diagnostic challenges coupled 
with prognostic uncertainty make these patients 
especially vulnerable to reimbursement criteria that 

require demonstrable improvements over a specified 
time course, especially given that emerging knowledge 
about recovery in MCS suggests that improvement is 
unpredictable and often not manifested through the 
overt behaviors that form the basis of LCDs. 

These challenges become evident if we turn to the 
lived experience of these patients and their families. 
Consider a hypothetical case drawn from research 
conducted in preparation for the forthcoming vol-
ume Rights Come to Mind: Brain Injury, Ethics and 
the Struggle for Consciousness.10 A young college stu-
dent is in a serious motor vehicle accident, sustains 
traumatic brain injury, and nearly dies. He receives 
heroic medical and neurosurgical care, including a 
craniectomy to relieve pressure from brain swelling, 
two weeks of intensive care, and has a tracheostomy to 
help with his breathing. He emerges from a coma but 
is now vegetative in a state of “wakeful unresponsive-
ness,” in which his eyes are open but there is no aware-
ness of self, others, or the environment. In this state he 
is unable to follow commands or communicate. After 
three weeks of acute care hospitalization, he is dis-
charged to a local nursing home because he is unable 
to participate in any form of directed rehabilitation.

Over the ensuing weeks and months, his fam-
ily believes that he is becoming alert. They see him 
sometimes noticing when people enter the room. On 
another occasion one family member thinks he has 
attempted verbalization. These observations, however, 
have not been reproducible and when his family tells 
the doctor about them on his weekly rounds, she is 
skeptical as the patient is unable to follow commands 
when examined. The family is increasingly frustrated 
because they see more evidence of awareness and feel 
that the nursing home staff chalks up their observa-
tions to wishful thinking. They request more detailed 
assessment and rehabilitation, which is denied, 
despite multiple appeals of the LCD. 

While a family’s observations and request for addi-
tional assessment could well be the product of denial, 
recent scientific findings suggest that they may be 
wholly consistent with the biology of MCS, a condition 
codified with the publication of the Aspen Criteria in 
2002.11 MCS patients demonstrate intention, atten-
tion, and memory. They may say their name, track a 
person who enters the room, or grasp for a cup. The 
challenge is that these patients manifest these behav-
iors episodically and unreliably. If asked to repeat a 
behavior, chances are that they will not comply. This 
creates a challenge for families seeking to demonstrate 
a justification for coverage of medical or rehabilitative 
care. 

While psychological factors like denial can influence 
family reports, the episodic nature of behavioral mani-
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festations in MCS is wholly consistent with the biol-
ogy of the condition. Unlike patients, such as Karen 
Ann Quinlan or Nancy Beth Cruzan, who were perma-
nently vegetative12 and did not have intact neural net-
works, MCS patients have intact but under-activated 
neural networks. MCS patients have the potential to 
respond to their environment if properly stimulated. 
This contrasts with the “wakeful unresponsiveness” 
of the vegetative state in which the eyes are open but 
there is no awareness of self, the environment, or oth-
ers. Vegetative patients exhibit non-purposeful behav-
iors such as sleep/wake cycles, blinking, eye move-
ments, and even the startle reflex. These patients are 

neither conscious nor self-aware and unresponsive to 
their environment.13 The vegetative state results from 
autonomic brainstem activity without the higher cor-
tical function seen, albeit episodically, in the mini-
mally conscious patient.

Despite the highly significant biological differences 
between the permanent vegetative state and MCS, 
the two conditions, in practice, are often confused 
and conflated, with dire implications for the care 
given to patients who are in fact conscious. A study by 
Schnakers et al. demonstrated that 41% of patients in 
long-term care thought to be vegetative were actually 
minimally conscious, most likely because of inade-
quate diagnostic assessment.14 Others have made sim-
ilar observations with error ranges between 20-40%.15 
The two conditions are conflated because of prevailing 
nihilism about the prospects for recovery of patients 
with severe brain injury, a legacy of the emergence of 
the right to die movement in patients in the vegetative 
state.16 

This is further complicated by the fact that patients 
transferred to chronic care facilities in the persistent 
vegetative state in the weeks following an injury may 
progress to the minimally conscious state once they 
are in chronic care.17 While they might not have been 
deemed candidates for rehabilitation based on their 

vegetative status, their evolution to MCS18 would make 
them amenable to some degree of rehabilitation and 
thus amenable to this mode of care. The challenge is 
that prospectively, beyond the more positive prognosis 
for traumatic versus anoxic injury,19 medical science 
does not have the prognostic tools to distinguish which 
of these patients will become permanently vegetative 
or minimally conscious, the latter of whom becoming 
candidates for rehabilitation. This distinction can be 
confounded further by a plethora of medical compli-
cations,20 such as infection and airway difficulties, that 
can make otherwise receptive patients inaccessible to 
active rehabilitation.21

From a practical standpoint, the failure to differ-
entiate the vegetative state from the minimally con-
scious state means that patients who are conscious 
are often being treated no differently than ones who 
are permanently unconscious. Thus, it is important in 
the acute phases of injury to identify any progression 
out of the vegetative state. And once patients evolve to 
MCS, if indeed they do, it is critical that they receive 
the rehabilitation they need in order to sustain and 
make achievable progress without being hampered by 
the improvement standard and implicit limits on care. 

Marooned in what is euphemistically described as 
“custodial care,” these patients can linger in chronic 
care without skilled physical therapy, emerging 
drugs that can augment consciousness or acceler-
ate its return after injury, or the expert assessment 
of neuropsychologists who can track patients’ return 
of consciousness over time. Sometimes it can be a 
neuroimaging test that can help resolve a diagnostic 
quandary about whether the patient is vegetative or 
minimally conscious. In the future, it might mean the 
placement of a device that helps to foster communica-
tion building upon the experimental use of deep brain 
stimulation.22

 A case in point are patients who might have the 
ability to vocalize, or even talk, but are unable to do 

From a practical standpoint, the failure to differentiate the vegetative state 
from the minimally conscious state means that patients who are conscious 

are often being treated no differently than ones who are permanently 
unconscious. Thus, it is important in the acute phases of injury to identify 

any progression out of the vegetative state. And once patients evolve to MCS, 
if indeed they do, it is critical that they receive the rehabilitation they need in 

order to sustain and make achievable progress without being hampered by 
the improvement standard and implicit limits on care. 
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so because a tracheostomy was left in place or because 
they did not receive adequate speech therapy. Silenced 
by this neglect, their condition could be misread and 
minimized, but if properly treated their resurgent 
voice could alter perceptions about the patient’s pros-
pects for additional recovery and worthiness for addi-
tional care. Sometimes it can be as simple as a skilled 
speech therapist pulling on the patient’s lower lip to 
initiate speech. The key is to gain access to this exper-
tise through proper coverage, which requires that it be 
perceived as reasonable and necessary. 

The novelty of MCS as a diagnostic category, the 
diagnostic challenges of the condition, and the linger-
ing perception that medical interventions would be 
futile have led to inadequate care of these patients, as 
our earlier vignette suggests. To date, one of us (JJF) 
has interviewed over 50 families of patients with dis-
orders of consciousness at the Consortium for the 
Advanced Study of Brain Injury (CASBI) at Weill 
Cornell Medical College and the Rockefeller Univer-
sity. CASBI studies mechanisms of brain injury and 
recovery, and engages in ethics and public policy ques-
tions related to severe brain injury.23 In conjunction 
with neurophysiological and clinical studies, in-depth 
interviews have been conducted to better apprehend 
the normative aspects of severe brain injury, including 
questions of distributive justice and access to care.

Some details of this inquiry have been published,24 
and a monograph is expected in 2015.25 Family respon-
dents (surrogates) report difficulty accessing on-going 
assessment, treatments, and rehabilitation following 
acute care post injury. In contrast to the heroic (and 
costly) efforts made to save lives — and brain func-
tion — those who survive discharge, but are not clearly 
making progress, are often relegated to “custodial 
care,” which has little chance of helping this popula-
tion attain the improvements they have the potential 
to achieve.

In family interviews, respondents report that a 
major barrier to care is the requirement that patients 
demonstrate on-going improvement in order to 
receive rehabilitative services that might prompt, or 
facilitate recovery. Insurance denials often invoke an 
“improvement standard” or “medical necessity” as a 
prerequisite for initial or on-going coverage, often pre-
empting or truncating specialized services, like speech 
and physical therapy, that could alter the patient’s ulti-
mate outcome. While improvement of MCS patients 
is the ultimate goal, ironically the use of an “improve-
ment standard,” which requires tangible evidence of 
recovery in a specified timeline, is almost certain to 
prevent it by denying coverage of services necessary 
for advancement. Even more concerning, given the 
Schnakers et al. data, patients who are prematurely 

shunted away from rehabilitation services may be mis-
diagnosed as vegetative in the chronic care sector. The 
consequence of such an error is profound: conscious, 
but vulnerable, individuals are viewed as permanently 
unconscious, a label she or he is unable to alter, even 
if this inaccurately describes their actual brain state as 
being in MCS or denies their potentiality for improve-
ment before permanence sets in, as described earlier.

II. Jimmo v. Sebelius
Until Jimmo v. Sebelius was heard before the Vermont 
District Court in 2011, the allegation that a Medicare 
“improvement standard” existed was something of 
an urban myth, or a collection of anecdotes at best. 
The court’s decision to deny CMS’s request for sum-
mary judgment due to the presence of coverage deni-
als consistent with an improvement standard led the 
government and the plaintiffs to reach an agreement 
on revisions to CMS policy. Importantly, it also lends 
credibility to the reports from the families of MCS 
patients that this standard was leading to erroneous 
coverage denials. To date, Jimmo has been largely 
ignored, but its settlement has important implications 
for Medicare policy, and by extension private payers, 
for minimally conscious patients and other under-
served populations with chronic care needs. 

A. Allegations
In Jimmo, a group of individuals and national orga-
nizations filed a suit alleging that the government was 
impermissibly using an “improvement standard” to 
determine coverage for a Medicare beneficiary.26 The 
plaintiffs alleged that Medicare was precluding cov-
erage for beneficiaries with “conditions that are not 
expected to improve or that have not improved over 
the course of treatment.”27 Under this standard, those 
who needed Medicare services only to maintain their 
current functional status and prevent deterioration of 
their condition would not qualify for continued cov-
erage. The plaintiffs argued that this standard was 
implemented without proper rulemaking procedures 
and that it violated the “regulatory and manual pro-
visions that require a coverage determination to be 
based on the beneficiary’s individual condition and 
needs.”28

At issue was an inconsistency between the Medicare 
manual and the practices as implemented locally at the 
level of individual care decisions. This is a point that 
has been made by Gladieux and Basile who observed 
that:

by comparing the…therapy regulations with the 
LCD, it appears that the regulations contem-
plate more of an individualized decision for each 
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patient based on the facts and circumstances 
while the LCD seemingly starts with a categori-
cal exclusion of coverage and would permit cov-
erage in more limited circumstances.29

Along these lines, the plaintiffs in Jimmo asserted that 
LCDs were misinterpreting regulations in the Medi-
care manual by limiting care under an improvement 
standard. For example, they provided language from 
an LCD stating that there must be an expectation that 
the condition will “improve significantly within a rea-
sonable and generally predictable period of time,” and 
that physical therapy “is not covered when the docu-
mentation indicates that a patient has…reached the 
point where no further significant practical improve-
ment can be expected.”30 Thus, a course of therapy 
could be terminated prior to exhaustion of benefits if 
the patient’s recovery plateaued. This contravened the 
requirements of the Medicare manual, which stated 
that individual determinations should be made and 
tailored to the beneficiary’s needs.31 The Medicare 
statute never supported “rule of thumb determina-
tions” and, consequently, if an improvement standard 
were applied it would violate Medicare law.

While the LCDs the plaintiffs cited did not defini-
tively establish the existence of an improvement stan-
dard, the court held that cited decisions were consis-
tent with the imposition of such a standard.32 Finding 
that there was “at least some evidence” of the use of ille-
gal presumptions and rules of thumb, the court denied 
the government’s motion to dismiss.33 After this deci-
sion the parties entered into a settlement agreement, 
which was approved after a fairness hearing.

B. Settlement and Revisions to the Medicare Benefit 
Policy Manual
The settlement called for changes to several sections 
of the Medicare Benefit Policy Manual, for an educa-
tional campaign to communicate to healthcare pro-
viders, contractors, adjudicators, and suppliers the 
appropriate “maintenance” coverage standard, and 
for a random sampling of coverage decisions to ensure 
that the maintenance standard is applied appropri-
ately. This would be complemented with follow-up 
assessments to ensure that any errors in applying 
standards were rectified. Furthermore, certain mem-
bers of the plaintiffs group were eligible for re-review 
of their previous claim denials.34

Specifically, the settlement required changes to 
Chapters 1, 7, 8, and 15 of the Medicare Benefit Policy 
Manual, to clarify the coverage standards for skilled 
nursing facilities, home health, outpatient therapy, 
and inpatient rehabilitation facilities.35 The settle-
ment states that the sole criterion to consider when 

determining whether therapy is covered for skilled 
nursing facilities, home health, or outpatient therapy 
is whether an individualized assessment of the patient 
has shown that there is a need for skilled care (either a 
skilled therapist or a skilled nurse) in order to main-
tain the patient.36

Chapter 1, “Inpatient Hospital Services Covered 
Under Part A”; Chapter 7, “Home Health Services”; 
Chapter 8, “Coverage of Extended Care (SNF) Ser-
vices Under Hospital Insurance”; and Chapter 15 
“Covered Medical and Other Health Services” have all 
had extensive additions or revisions due to the Jimmo 
settlement. While the changes in the Medicare Ben-
efit Policy Manual are too extensive to review in this 
paper (see appendix/references), we will highlight a 
few examples that are specifically relevant to the diag-
nosis, treatment, and rehabilitation of patients with 
chronic conditions, more specifically those with disor-
ders of consciousness such as those in the minimally 
conscious state.

C. Implications for MCS
The changes to the Medicare Benefit Policy Manual, 
following the settlement, took effect on January 7, 
2014 (Rev. 179). To date, the scholarly literature has 
inadequately focused on the impact of the settlement 
on patients with severe brain injury, who have been 
prone — at least by report — to the invocation of an 
improvement standard. Replacing the improvement 
standard is a “maintenance standard,” which is explic-
itly described in Chapter 7 “Home Health Services,” 
Section 20.1.2 “Determination of Coverage.” The man-
ual has been revised to say that “coverage of skilled 
nursing care or therapy to perform a maintenance 
program does not turn on the presence or absence of 
a patient’s potential for improvement,” but rather on 
the need for skilled care which “may be necessary to 
improve a patient’s current condition, to maintain the 
patient’s current condition, to prevent or slow further 
deterioration of the patient’s condition.”37 However, 
the maintenance standard does not apply to inpatient 
rehabilitation facilities. 

The settlement does provide clarification that inpa-
tient rehabilitation should not be denied because a 
patient is not expected to achieve complete indepen-
dence or return to their prior level of functioning.38 
What remains problematic in this section for the 
minimally conscious patient, however, is that services 
must be deemed reasonable and necessary, meaning 
they must be “consistent with the nature and severity 
of the illness or injury, the patient’s particular medical 
needs, and accepted standards of medical and nurs-
ing practice.”39 This determination should be made “in 
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consideration that a physician has determined that 
the services ordered are reasonable and necessary.”40

This requirement is complicated because most phy-
sicians do not know much about minimally conscious 
patients, how to evaluate a patient for this condition, 
or what the “accepted standards of medical and nurs-
ing practice” are for these patients as these standards 
are evolving rapidly.41 Therefore, it is unclear that revi-
sions to the Manual will improve clinical evaluations 
for coverage determinations for MCS patients. 

Additionally, many of the added portions of the 
Manual detail the documentation required to justify 
the need for the provision of skilled care. For example, 
one section states: “Taken as a whole then, the clini-
cal notes are expected to tell the story of the patient’s 

achievement towards his/her goals as outlined in the 
Plan of Care. In this way, the notes will serve to demon-
strate why a skilled service is needed.”42 The language 
in the notes is required to be clear and objective; how-
ever, this expectant language implicitly anticipates the 
achievement of a higher level of function. This could 
be interpreted locally as a tacit improvement standard 
in patients whose prognosis, by the nature of the con-
dition, remains unknowable and unpredictable at this 
juncture.43 This latency of potential recovery makes 
MCS a rather unique clinical scenario.

Access to an inpatient rehabilitation facility (IRF) 
remains a challenge. In order for IRF care to be con-
sidered reasonable and necessary, the documenta-
tion in the patient’s IRF medical record must dem-
onstrate a reasonable expectation that the following 
criteria were met at the time of admission to the IRF: 
the patient (1) must require the active and ongoing 
therapeutic intervention of multiple therapy disci-
plines; (2) must generally require an intensive reha-
bilitation therapy program; (3) must reasonably be 
expected to actively participate in, and benefit signifi-
cantly from, the intensive rehabilitation therapy pro-
gram, which requires reasonably expected measurable 

improvement within a prescribed period of time; (4) 
must require physician supervision by a rehabilita-
tion physician; and (5) must require an intensive and 
coordinated interdisciplinary approach to providing 
rehabilitation.44

Of particular concern for the minimally conscious 
population are these remaining requirements, most 
notably ones that expect measurable improvement. 
The patient’s medical record must indicate “a rea-
sonable expectation that a measurable, practical 
improvement in the patient’s functional condition 
can be accomplished within a predetermined and rea-
sonable period of time.”45 This is biologically impos-
sible to predict in MCS patients whose possibility for 
additional recovery is open-ended.46 Cases like that of 

Terry Wallis,47 Don Herbert,48 and others 
demonstrate that recovery of fluent speech 
can occur years and decades after injury, 
distinguishing MCS from the permanent 
vegetative state where additional recovery 
is impossible.

Informed by knowledge of the biology of 
MCS, reimbursement standards that call 
for a prediction of recovery over a delin-
eated timeline are anti-intellectual and 
counter to available scientific knowledge. 
Such standards violate evidence-based 
practice because brains recover by bio-
logical mechanisms — not reimbursement 
criteria.49 

Given this, it seems unrealistic to require adherence 
to a predetermined timeline for specific outcomes. 
Similarly, it is problematic to preordain the length of 
inpatient rehabilitation because the pace of recovery is 
unpredictable. Precluding access to competent reha-
bilitation is especially marginalizing because of the 
diagnostic errors that exist in the system,50 and the 
evolving nature of brain states over time.51 It is impor-
tant to recall that tangibly observed evidence of prog-
ress in minimally conscious patients will be episodic 
and, thus, it may be missed, making the demonstration 
of improvement, as fraught as that concept already is, 
even more challenging. Consequently, demonstrations 
of functional improvements that are ongoing and sus-
tainable are unlikely to be met.

III. Remaining Challenges: Realizing Jimmo
The purpose of the settlement agreement was to 
“ensure that claims are correctly adjudicated in accor-
dance with existing Medicare policy, so that Medicare 
beneficiaries receive full coverage to which they are 
entitled.”52 Despite some progress, coverage problems 
persist in the wake of the settlement, particularly for 
patients with disorders of consciousness, most spe-

Informed by knowledge of the biology of 
MCS, reimbursement standards that call for 
a prediction of recovery over a delineated 
timeline are anti-intellectual and counter 
to available scientific knowledge. Such 
standards violate evidence-based practice 
because brains recover by biological 
mechanisms — not reimbursement criteria.
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cifically as it relates to the question of reasonable and 
necessary services. We will address this in the context 
of diagnostic assessment and therapy, including access 
to drugs and devices, considered necessary for the care 
of these patients.

A. Need for a Clarified Coverage Standard 
Medicare only covers services that are “reasonable and 
necessary for the diagnosis or treatment of illness or 
injury or to improve the functioning of a malformed body 
member.”53 The Jimmo settlement ensures that coverage 
determinations will not be based upon an improvement 
standard, but, rather, upon individualized assessments 
under a maintenance standard. A maintenance standard 
neither sufficiently defines “reasonable and necessary,” 

nor the quality of diagnostic assessment, making this 
standard still difficult to meet for MCS patients where 
the biology of the condition is not static but dynamic 
with the potentiality of additional recovery. Moreover, 
because MCS is not a degenerative disease with invari-
able decline, as in Alzheimer dementia, but an acquired 
condition, the objective of maintenance is ill-suited as a 
clinical goal. In short, maintenance is conceptually the 
wrong way to envision care for patients who have the 
potential for improvement and recovery of function if 
viewed as candidates for restorative interventions.

While it is now clear that skilled therapy is not 
limited to restorative care, the terms “reasonable” 
and “necessary” remain ambiguous. Returning to the 
aforementioned issue of speech therapy, would access 
to a speech therapist in a verbally non-communicative 
patient be reasonable and necessary? On the face of 
it, no, but again, what if the patient still had a tra-
cheostomy tube in place, or had some other physical 
impediment that was obscuring an ability to speak? In 
these circumstances, neither of which are uncommon 
in patients who have required emergency intubation 
and then tracheostomies, the assessment of a skilled 
speech therapist may be the difference in distinguish-

ing a vegetative patient from one who is actually mini-
mally conscious and verbally responsive. 

While the assessment of a specialist may seem 
important in retrospect, when their evaluation has 
elucidated key diagnostic and hence prognostic find-
ings, prospective appeals for such evaluation can be 
seen as unnecessary or even an indulgence, according 
to family reports.54 Given this, the ambiguity of the 
settlement regarding what is reasonable and neces-
sary is particularly important. These patients — and 
their surrogates — are often unable to advocate for 
themselves and invoke the specialized knowledge nec-
essary to counter blanket denials, which can often be a 
product of ignorance of this evolving diagnostic space 
with so few in the medical profession understanding 

these conditions and being current with knowledge of 
evolving diagnostic and treatment guidelines. 

B. Guidance for Disorders of Consciousness 
While the American Academy of Neurology (AAN) is 
developing its guidelines for MCS,55 the United King-
dom’s Royal College of Physicians (RCP) developed a 
set of National Clinical Guidelines entitled, Prolonged 
Disorders of Consciousness in 2013.56 The Guidelines 
are significant because they were developed on behalf 
of the National Institute for Health and Clinical Excel-
lence (NICE), which regulates National Health Service 
(NHS) coverage. The report stresses best-interest deci-
sion-making, rather than necessity.57 Moreover, instead 
of relying on vague criteria, the report discusses at length 
“[t]he need for adequate specialist neurological rehabili-
tation services…” for patients suffering from prolonged 
disorders of consciousness (PDOC), such as MCS.58 For 
example, it notes that, “[a]lthough unable to partici-
pate in active goal-orientated rehabilitation, patients in 
PDOC require a coordinated multidisciplinary approach 
to disability management delivered by staff with special-
ist training in the management of complex neurological 
disability, who also have the skills to assess and moni-

In order to fully realize the intent of the Jimmo settlement, additional 
guidance along the lines of the RCP report should be included. Specifically,  
we believe that the ambiguity of the “reasonable and necessary” standard 

needs to be clarified, especially given the legacy of how such language  
has been interpreted at the local level as a means to deny coverage.  

We would propose expanding the definition of “reasonable and necessary”  
to include monitoring, rehabilitation, and therapy for MCS and view  

this heightened level of care as a new standard of care.
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tor their level of responsiveness….”59 Directly addressing 
the unique and specific care needs of this population of 
patients constitutes a positive step forward. 

In order to fully realize the intent of the Jimmo 
settlement, additional guidance along the lines of 
the RCP report should be included.60 Specifically, we 
believe that the ambiguity of the “reasonable and nec-
essary” standard needs to be clarified, especially given 
the legacy of how such language has been interpreted 
at the local level as a means to deny coverage.61 We 
would propose expanding the definition of “reasonable 
and necessary” to include monitoring, rehabilitation, 
and therapy for MCS and view this heightened level 
of care as a new standard of care. This would include 
diagnostic, therapeutic, and rehabilitative interven-
tions necessary to decrease diagnostic and prognostic 
error and maximize functional return of physical and 
cognitive capabilities, most notably the return of spo-
ken language. 

 Although the articulation of a standard of care is 
generally most relevant to determinations of medical 
malpractice, it can also be used to drive the improve-
ment of practice patterns and elevate the level of 
expected care, removing the ability of LCDs to distort 
Medicare coverage standards. There may also be a 
resulting normative change in the medical field that 
too often views providing services for these patients 
as fruitless. 

C. Incorporation of Emerging Treatments
In addition to being dependent on skilled clinical 
care, MCS patients rely on access to a variety of drugs, 
devices, and diagnostic tools. This additional depen-
dency needs to be understood within the settlement 
framework and the “reasonable and necessary” stan-
dard, specifically. In the realm of pharmaceuticals, 
studies suggest that amantadine may be effective in 
accelerating the speed of recovery in MCS patients. 
For example, in a randomized controlled trial with 
184 severe brain injury patients, amantadine was 
associated with a significantly faster rate of recovery 
in the acute phase of injury, 4-16 weeks after injury.62 
Limited research also suggests that zolpidem may 
aid in recovery of MCS patients,63 though more pro-
spective trials are necessary to refine and validate 
results. Meanwhile, there is some initial evidence for 
the potential effectiveness of Deep Brain Stimulation 
(DBS)64 procedures in the treatment of MCS patients. 
DBS utilizes electrodes implanted deep in the brain to 
modulate neural circuits, and has been approved for 
various therapeutic uses in movement and psychiatric 
disorders.65 

Perhaps most importantly, various diagnostics 
may aid in distinguishing MCS patients from vegeta-

tive patients — a crucial threshold determination to 
any subsequent care decisions.66 PET scans have the 
potential to distinguish metabolic activity, and fMRI 
studies demonstrate distinct cortical activation levels 
for patients with disorders of consciousness. Addition-
ally, work is underway to correlate EEG patterns with 
levels of consciousness.67 Although this effort is prom-
ising, earlier claims that EEGs could detect covert 
consciousness68 were premature and their diagnostic 
use remain the subject of debate.69

These drugs, devices, and diagnostics await addi-
tional validation and regulatory approvals and, as 
research continues, various FDA-related and patent 
law challenges exist70 including the challenge of con-
flicts of interest.71 For example, enrollment in clinical 
trials may be problematic, due both to the potential 
for abuse in obtaining consent from MCS patients,72 
and also to difficulties in ensuring equitable access to 
clinical trials. Furthermore, some of these treatments 
may be eligible for one of FDA’s expedited approval 
pathways — either Fast Track, Accelerated Approval, 
or the Humanitarian Device Exemption (HDE), which 
speed up approval of drugs that fill an unmet medical 
need but may not yield reproducible data.73 However, 
without strong advocates for the MCS population and 
incorporation of coverage when these drugs, devices, 
and diagnostics are necessary, pharmaceutical and 
device companies may be insufficiently incentivized to 
pursue innovation that can greatly enhance the quality 
of life of these patients and their chances for improve-
ment.74 These examples are by no means exhaustive, 
but they demonstrate additional challenges that exist 
post-Jimmo given the reliance of these patients upon 
scientific innovation and the development of new 
assistive technologies. 

D. Families
In working to create better policies for MCS patients, 
it is imperative that the challenges faced by their 
families and caregivers be considered as well. Those 
engaged in surrogate decision-making face numerous 
challenges, which are compounded by the additional 
stress of advocating for care and paying for coverage.75 
Families’ abilities to make informed choices are under-
mined at the outset by physician failure to recognize 
and convey relevant distinctions between unconscious 
patients given the diversity of their disease trajecto-
ries. This problem is multiplied by the diagnostic 
uncertainty found in disorders of consciousness such 
that families are burdened with making decisions 
in the face of prognostic uncertainty. Even with cor-
rectly diagnosed patients, the timeline and potential 
for recovery is often unknown. These variables need 
to be effectively communicated to families. Apply-
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ing the Jimmo settlement to these critical commu-
nication needs is a necessary next step and Medicare 
should support these essential discussions. Improved 
communication will contribute to reducing caregiver 
burden. 

Furthermore, families are frequently left with the 
impossible dilemma of either draining their assets 
for rehabilitative care that, due to the nature of mini-
mally conscious state disorders, delivers potential but 
uncertain results over uncertain time frames (assum-
ing such treatment is even available) or relegating 
their loved one to nursing homes designed to care 
for elderly people whose condition can only deterio-
rate further. Some of these issues can be addressed 
through fully realizing the implementation of the 
Jimmo settlement, while others will require other 
types of healthcare policy interventions.

IV. Health Economics and Neurodiversity
We appreciate that there will be objections from many 
quarters to any reform that seemingly increases health 
care costs, and we accept the need for parsimonious 
and cost-effective health care. Simply limiting access 
to care, however, does not necessarily reduce global 
expenditures. Patients who are in the minimally con-
scious state are already in the system and drawing 
chronic resources from both from Medicare and Social 
Security. These are fixed costs that we suggest could be 
purposefully and scientifically redirected to improve 
the patient’s functional status and, thus, increase 
quality of life and decrease cost of care. 

One of us (JJF) engaged in the thought experiment 
of considering the potential of deep brain stimulation 
(DBS) in the minimally conscious state to decrease the 
burden of chronic care costs through the restoration of 
functional status.76 In this hypothetical, but foresee-

able example, it was proposed that DBS could decrease 
complications — and costs associated with — immo-
bility (bedsores, pneumonia, and deep venous throm-
boses). Instead of reactively paying for these medical 
complications, why not prospectively invest in their 
prevention? And why not mitigate their presentation 
by seeking to restore a patient’s ability to report symp-
toms, so that conditions that do develop are treated 
earlier and in a less costly fashion? The point is simple 
and obvious: the costs of care are already embedded 
in the “custodial” system of care. We can spend these 
same dollars differently to move patients to a higher 
functional status, which is better for them and for the 
bottom-line. These questions deserve further empiri-
cal study and cost-benefit analyses so we can under-
stand current costs and potential offsets, for a range of 
neuropsychiatric and developmental disorders. 

Along those lines, though our focus on 
the challenges of brain injury and MCS 
may seem narrow, despite an estimated 
prevalence between 100,000 to 200,000 
individuals in the United States,77 the post-
Jimmo arguments presented here can and 
should have a much broader impact as 
envisioned by the plaintiffs who came from 
multiple advocacy groups representing 
patients with various chronic care condi-
tions. The challenges faced by minimally 
conscious patients in many ways paral-
lel other marginalized demographics who 
suffer from chronic conditions and face 
similar dilemmas due to coverage denials. 
To the list could be added pediatric neuro-
logical conditions, such as autism spectrum 
disorders. Like adult MCS patients, autistic 
individuals have difficulty communicating, 

which can result in barriers between them and broader 
society. They too can require ongoing chronic care 
and, like MCS patients, the prognosis can be unclear 
and highly influenced by proper diagnosis, early inter-
vention, and emerging therapeutic strategies. The 
uncertainty attendant to autism, as with MCS, creates 
obstacles in their ability to advocate for their needs, 
including adequate public insurance coverage. Autism 
spectrum disorders, however, have attained a level of 
public visibility beyond disorders of consciousness, 
due in part to the rising rate of autism spectrum dis-
order diagnoses,78 and in part to organized advocacy 
such as that of Autism Speaks. 

Although autism is not curable, like MCS, it is treat-
able.79 Similarly to disorders of consciousness, treat-
ment may not necessarily lead to visible improvement. 
Nevertheless, 37 states mandate some degree of insur-
ance coverage,80 and the Obama Administration has 

Ultimately, we believe that proper coverage 
of necessary services and care for MCS 
patients will not only improve their quality 
of life, but also provide them an opportunity 
to increase their functionality to the point 
of independent living. While this outcome 
may seem impossible to some, with 
advances in understanding of MCS and new 
treatment methods, this possibility can no 
longer be classified solely as aspirational.
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recognized the need for public insurance coverage for 
autism.81 Although there is no comprehensive fed-
eral coverage regime in place, coverage successes to 
date provide hope for similar success with emerging 
treatments for disorders of consciousness.82 The two 
remain related, and improving society’s understand-
ing of autism spectrum disorders encourages broader 
acceptance of neurodiversity, encompassing the mini-
mally conscious population.

V. Conclusion
The Jimmo v. Sebelius settlement is a welcome out-
come and has the potential to improve the process 
of determining a patient’s eligibility to receive acute, 
chronic, and rehabilitative care. Although this settle-
ment tempers the adverse impact of the so-called 
improvement standard, further clarification is neces-
sary to mitigate barriers to care for vulnerable patients, 
such as those in the minimally conscious state. Ulti-
mately, we believe that proper coverage of neces-
sary services and care for MCS patients will not only 
improve their quality of life, but also provide them an 
opportunity to increase their functionality to the point 
of independent living. While this outcome may seem 
impossible to some, with advances in understanding 
of MCS and new treatment methods, this possibility 
can no longer be classified solely as aspirational. But 
as the comprehension and treatments surrounding 
MCS evolve, so too must the policies that effect these 
patients. 

While enhanced access to care may actually decrease 
costs, it would be mistaken to view access as solely an 
insurance issue. It becomes a more fundamental ques-
tion of the rights of conscious individuals to care and 
to be maximally re-integrated into their families and 
communities. Cast in this broader light, the Jimmo 
settlement is a first step in the affirmation of the civil 
rights of a marginalized population.83
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