
303Volume 30, Number 4 The Journal of Clinical Ethics

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

Ethical Issues Posed by Face Transplants

Edmund G. Howe

Edmund G. Howe, MD, JD, is Professor of Psychiatry and
Director of Programs in Medical Ethics at the Uniformed Ser-
vices University of the Health Sciences in Bethesda, Mary-
land; and Editor in Chief of The Journal of Clinical Ethics. The
opinions or assertions contained herein are the private views
of the authors and are not necessarily those of the AFRRI,
USUHS, or the Department of Defense. The funders had no
role in study design, data collection, and analysis, decision to
publish, or preparation of the manuscript. Conflicts of inter-
est: none.

At the Bedside

ABSTRACT

A face transplant is as challenging a surgical procedure
as any patient can undergo. In this introduction I present the
medical aspects of this surgery, the profound ethical issues it
raises, and optimal interventions that clinicians can pursue to
help these patients and their loved ones. I then discuss how
to help other kinds of patients and loved ones who confront
similar stresses. I end by presenting a goal that author
Sharrona Pearl puts forth after she studied many face trans-
plant patients. The efforts she urges should maximize our
capacity to see face transplant patients—and anyone—as they
are, as opposed to how they look.

In this issue of The Journal of Clinical Eth-
ics, in “The Ethics of Psychosocial Assessment
in Vascularized Composite Allotransplantation:
A Call for Transparency of Process to Support
Equitable Patient Selection,” Laura L. Kimberly,

Michelle W. McQuinn, Arthur L. Caplan, and
Nomi C. Levy-Carrick discuss how we might best
pursue equity for patients who receive a vascu-
larized composite allotransplant.1 These trans-
plants use several kinds of tissues, such as skin,
muscle, and bone, for transplants to the face,
hand, and other areas.2 The authors state, “VCAs
such as face, hand, penile, and uterine transplant
are intimately tied to individuals’ sense of iden-
tity and are imbued with emotional significance.
Although the heart may be viewed symbolically
as a locus of the self, other solid organs such as
the kidney, liver, and lung tend to be ascribed
arguably less emotional import.” These two sen-
tences capture how singularly important such
transplants are to patients. The first time I read
them, I continued reading, even though I felt an
ill-defined emotional discomfort growing within
myself. I didn’t know its origin. I thought that it
might stem from reading about face transplants,
but I didn’t give the transplants a second
thought. I continued to read, as if face transplants
were like any other surgical procedure.

But they are not. They are as profoundly
different a medical procedure as can be imag-
ined. Thus, later, I felt shame for being so de-
tached and indifferent. I asked myself, “Why
didn’t I pause to register or reflect on the
uniquely profound nature of these transplants?”
I determined that I was experiencing uncon-
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scious denial. That is, I believe my mind was
trying to protect me from the pain I might expe-
rience by even imagining what it must be like
for these patients to want and have a face trans-
plant. I thought that if this denial occurred
within me, or even if it may have, that may be
the case with others. Thus, I thought it would
benefit readers, as well as myself, to explore face
transplants and the ethical issues they might
raise.3

The discussion will be in three sections.
First, I will review some key medical aspects of
face transplant and a few of the core, most far-
reaching ethical issues they raise. Second, I will
discuss the case of a husband and wife, “Paul”
and “Rosa,” who participated in extensive in-
terviews on their experiences during and after
Paul’s face transplant.4 Third, I will discuss what
we may learn from the experience of Paul and
Rosa, as well as the experience of others, that
might help these patients, and even all patients
for whom we care. (There are only a small num-
ber of patients who have had a face transplant;
just a few more than 40 at this time. Yet, for self-
evident reasons, they must be among patients
who are the worst-off. By looking at their reports
of their needs and pain, we may see how we
can better meet their needs and the similar needs
of other patients.)

At end of this article I will add a thought
that speaks not only to how we may help our
patients, but also ourselves. This is not my idea.
It comes from an author, Sharrona Pearl, who
arrived at this suggestion after she reviewed the
experience of many of the patients who have
had a face transplant, which she recently pub-
lished in a book.5 I will quote her extensively.
Her urgings are aspirational; no matter how we
try, we will never come close to accomplishing
what she asks. This, too, is an insight we should
seek to transmit, and it is an important insight
should we ever care for a patient who has had a
face transplant. Few of us will treat these pa-
tients, but this insight is applicable and poten-
tially transformative for all patients, as well as
for ourselves.

MEDICAL BACKGROUND AND CORE
ETHICAL QUESTIONS

Medical Background

A face transplant would be considered when
a patient experiences severe bone and soft tis-

sue facial loss that results in serious aesthetic,
functional, and/or sensory deficiencies. These
losses may occur as a result of an animal attack,
burns, a gunshot injury, cancer, neurofibroma-
tosis, or other causes. The first face transplant
was performed in 2005. The outcomes of the
surgery have improved greatly since then. These
gains are due to many factors, such as advances
using computers in pre-operative planning and
improvements in surgical techniques.6 We know
now also that nerve regeneration takes place
faster than was initially thought. Thus, facial
sensation and mobility can be restored as early
as within months of surgery.

There are serious risks. First is the possibil-
ity that a transplant will fail over time, and then
slough off. This horrific outcome occurred re-
cently for Carmen Blandin Tarleton, who is well
known in the United States for her courage, as
she has, since her injury, conducted herself with
the utmost regard for others in spite of what she
experienced: 12 years ago her husband attacked
her with a baseball bat and threw lye in her face.7

She had a face transplant five years later. Now,
at age 51, her transplant is failing. The blood
vessels beneath the transplant have less circu-
lation, and, as a consequence, her facial tissue
is darkening. Her immune system is rejecting
the transplant. She is now faced with deciding
whether she wants a new face, with a second
transplant, if that becomes possible, or to accept
going back to her old face. She would then look
as she did prior to the first transplant.

Other serious risks exist. The surgery itself
is risky. During surgery, patients may have mas-
sive blood loss. Patients may require sedation
for 24 hours. They need to take immunosuppres-
sive drugs for the rest of their life. These drugs
may have complications, including increased
risk of infection, diabetes, and decreased bone
density, which may cause fractures. Patients may
have no warning of decreased bone density un-
til the first fracture occurs.

The decision to have a face transplant may
be excruciating for many reasons. Because there
are additional medical risks, the best time to
decide to have surgery may not be right after
patients’ facial trauma occurs. Patients may ini-
tially receive standard reconstructive surgery,
which may leave them satisfied. At that point,
they may feel that they don’t need or want a face
transplant. The fear that a transplant may later
slough off, or that they will always need immu-
nosuppressive drugs, may be among the factors
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that move them to not want a transplant. Yet, if
a conventional procedure that involves free tis-
sue transfer fails and patients then choose to
have a transplant, there is a high probability that
the vascular areas in the patients’ head and neck
surfaces have been compromised. Changes
within the blood vessels may limit the degree
to which they can nourish a face transplant.
Earlier procedures may have caused facial tis-
sue scarring and fibrosis. Connective tissue de-
posits may make a face transplant more diffi-
cult and challenging.

Some Core, Far-Reaching
Ethical Questions

But the emotional severity of contemplat-
ing losing one’s face may go well beyond this.
Facial expression is at the heart of human inter-
action. Our face and voice are essential to being
recognized as ourselves. We associate both our
face and voice with our identity. Thus, patients
may feel frightened when imagining how they
appear and how others see them. Our face and
voice affect, more than anything else, how we
respond to each other. But it may be that we can
do better. It may be that we can transcend the
stereotyped biases that our face and voice—and
others’ face and voice—tend to create. I will dis-
cuss this possibility more at the end of this ar-
ticle.

A truth that is sometimes unrecognized is
the overriding effect that our nonverbal interac-
tions have, relative to what we say. That is, when
our demeanor contradicts the content of what
we say, listeners will, in most cases, respond to
how we have spoken rather than to what we have
said. A further, particularly dear loss that can
occur when we lose the capacity to express our-
selves facially is the loss of how we relate to
those closest to us. Unwanted distancing may
occur, and this may occur even between parents
and their child. Later I will relate how this may
occur when a child has been severely burned.
Fortunately, as I will describe, there are ways to
overcome this distancing.

Some patients who want a face transplant
say they want the transplant because, without
it, they will experience what they call “social
death.” Some have described this suffering as
worse than death. That they report this experi-
ence suggests a first ethical question: Do we suf-
ficiently prioritize the care of all patients who,
to any significant degree, experience social

death? This loss involves a form of death of iden-
tity, as well. It is perhaps of no small signifi-
cance that we use such expressions as “not be-
ing able to face ourselves” when we feel shame.8

This is the question I will consider in the
first section of this article. I will present two
paradigmatic examples of other kinds of patients
for whom this question is most relevant. The
first example is that of patients who are socially
isolated because of their appearance. In this way,
they are like patients who want a face transplant.
The second example is that of a group who num-
ber in the millions: patients who may become
isolated because of how their mind works. Oth-
ers may see them as different due to an emo-
tional illness they have or had, which causes
others to label and regard them irreversibly as
“other.”

Social Death—What It Is Like
Patients may want a face transplant because

otherwise they will experience what they see as
social death. Why they feel this way is no mys-
tery. The hurt others may inflict on them may
be piercing. Others may say, for example, that
they needn’t wear a costume to a Hallowe’en
party, or that they are surprised they are getting
married because who would marry them, due
to how they look. Children may run from them
in terror, as though they had seen a monster.
Adults tend to be more subtle; they may, for in-
stance, turn their face away or walk in a differ-
ent direction.

Conversely, some patients who have expe-
rienced severe emotional trauma my have “in-
visible” impairments that may cause them bit-
terness. One person I see, for example, is so
emotionally vulnerable and “soft-shelled” from
experiencing severe trauma that, when another
person so much as raises a questioning eyebrow,
he flees like a child who runs in terror at seeing
a severe facial injury. In a panic, he runs back to
his home and stays in his bed, huddled under
the covers, for hours or sometimes a day, until
the intensity of his panic decreases. He says that
others, for example, persons who raise an eye-
brow at him, don’t understand, and blame him
for how he responds. He envies those whose
impairment “shows,” because others will more
easily “get it.”

Even so, those with an “invisible” impair-
ment may not always be the worst-off. One per-
son with visible impairments has said to me that
he envies persons with invisible wounds. People
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always seem to respond to him based on how
he looks, and they  often seek to distance them-
selves from him. He says this will be a reality
for him for his entire life.

 Given these examples, a first practical ethi-
cal question is whether we should give the needs
of a patient who experiences any significant
degree of social death greater priority than other
patients. I will now give two examples of other
groups of patients to whom this may apply. Both
are paradigmatic of other numerous patient
groups that may experience degrees of social
death.

Transgender persons. A first group is trans-
gender persons who have changed how they
look so that their appearance accords with their
gender, but whose appearance still attracts un-
wanted attention. This may be due to their voice,
their facial hair, or their body. As an example of
the last, they may need to avoid unwanted at-
tention by having breast or chest contouring. For
them, how they look, not how they are as fel-
low human beings, may determine how others,
such as strangers, respond to them. This may
leave them feeling isolated and blocked from
being who they are. This need is also critical for
patients who want a face transplant.

A core ethical question is whether the medi-
cal interventions transgender persons want
should be provided at the public’s expense when
they are unable to afford the interventions. This
could come about if we give their needs, and
the needs of similar patients, greater priority
because we are able to see the pain caused by
social death.

Patients with emotional illness. A second
group, which is much larger, includes all pa-
tients who have some degree of social death as
a result of emotional illness. This occurs most
commonly among people who have psychoses.
By this I mean that at some time or other they
have been unable to appreciate reality. These
patients may come to feel socially isolated and
as “other,” even within their own family. This
group, in its larger sense, includes many others.
An especially illustrative group is patients who
have an addiction. Their family members may
regard them as always fundamentally flawed
and as “other.” These individuals would be the
first to point out that even when their addiction
is completely in remission, the risk of remis-
sion always remains.

In both examples, helping these individu-
als and their loved ones, if possible, to escape

and reverse social death, although expensive,
may be worth the cost. I am suggesting a new
ground for this that could be conceptualized as
“social death exceptionalism.” Here I use “ex-
ceptionalism” to refer to a category that differs
from others, and, on account of this difference,
has different consequences. Thus, “genetic ex-
ceptionalism” would refer to the fact that a pa-
tient who has an illness with a genetic compo-
nent may have to face the question of whether
to share with others who have the same genetic
component that the patient has this illness, when
the others may not otherwise know this.9

Patients Who Want a Face Transplant:
Trapped in a Catch-22

A subgroup of patients who want a face
transplant may be worst-off among patients who
want a face transplant. Members of the smaller
group are those who want a face transplant but
can’t, even if an appropriate donor is available,
because surgeons see them as too emotionally
unstable and as posing too great a risk of a bad
outcome. The basis of the surgeons’ fears may
be understood by considering the risk posed by
patients who request cosmetic surgery and have
wholly unrealistic expectations. If their expec-
tations are not met, they may feel disappointed,
“crushed,” and even worse. Some surgeons re-
fer to these patients’ plight as a “catch-22” be-
cause patients who want face transplant surgery
may, for that reason, be seen as not stable enough
to have it; patients who are seen as emotionally
stable enough to have the surgery may not want
it because they can accept living and looking
just as they are.10

Such a degree of self-acceptance may be a
component of and reflect the patients’ underly-
ing emotional stability. An example of such a
person is a well-known British magistrate who
has and accepts his facial disfigurement and
continues to work in this legal capacity. His
portrait has been shown with those of many oth-
ers, also facially disfigured, in a London art gal-
lery. A description is as follows:

Mr. Lotbiniere’s portrait, on a large wall di-
rectly opposite a glittering array of Mario
Testino fashion photographs at the National
Portrait Gallery, is impossible to miss, as is
Mr. Lotbiniere himself. Cancer has robbed
him of much of his face, giving it a startling
lopsidedness, caved-in in some places, jut-
ting out in others. Wearing the magisterial
barrister’s wig and gown of his profession,
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Mr. de Lotbiniere gazes head-on from the
canvas, his legs crossed, his expression un-
flinching, unapologetic and even faintly
amused: a man, it seems, entirely at ease
with his altered self.11

A core clinical question that this catch-22
raises is whether patients who want face trans-
plant surgery are sufficiently emotionally stable
to have it. Given this, surgeons see the pre-op-
erative psychological analysis they perform on
patients who request a face transplant as no less
important than the operative procedure they will
perform. As one surgeon says, “Performing a
thorough psychological analysis preoperatively
is as important as surgical diagnosis and intra-
operative precision.”12 Thus, a second core ethi-
cal question is, Should we do more to try to help
patients who want a face transplant—and oth-
ers like them—who cannot, for reasons other
than expense, have access to the help that they
need to reduce their experience of social death?
As before, we will consider two examples of
patients who have this exceptional need.

Patients who have caused their need for a
face transplant. An uncommon subgroup of
those who want a face transplant but whom sur-
geons deem as too unstable for surgery is pa-
tients who have damaged their face as a result
of a suicide attempt. Surgeons may consider
doing surgery on these patients too risky because
the patients are seen as likely to repeat the in-
jury.13 But probably the majority of these patients
will get better and no will longer be suicidal.
Assisting the patients may require greater and
reprioritized societal resources, particularly if
they are treated maximally by involving all of
their family members in their recovery. As I will
explain to a greater extent subsequently, clini-
cians who also treat their patients indirectly, by
involving the patients’ loved ones whenever
possible, may go farthest in helping patients es-
cape experiencing unbearable social death.

I will explain in more detail how profoundly
patients’ family members may help. Further, I
will explain how it may not be possible for pa-
tients to escape where they are without the in-
volvement of loved ones. I recall seeing a pa-
tient who had shot himself in the head and then
had face surgery. A key part of his eventual re-
covery involved my also treating his mother.
After the patient shot himself, she was terrified
every time he said something that was less than
totally positive. It was unlikely that he would

have recovered as fully as he did if his mother
had remained wholly beset by her fears.

This example illustrates how we are, more
than we commonly realize, social beings who
are dependent on our social relationships with
loved ones. This is the flip side of the pain in-
herent in social death. This man and his mother
did well, in time, and I believe to accomplish
this, each needed the other.

Patients with schizophrenia who are home-
less. Another group of patients who lack access
to the help they need to escape social isolation
is homeless patients with psychotic illness, such
as schizophrenia. These patients may live so
socially isolated from others that they experi-
ence social death. With greater, sufficient allo-
cation of our resources, however, they too may
be helped.14 They may be less responsive than
similar patients who are better-off socially. Thus,
to give these patients the exceptional help they
need may require our reprioritizing and increas-
ing the resources we provide to them. There is
an additional, critical point that should be made:
even when we are medically limited in what we
can do, doing what we can to relieve our pa-
tients’ social death may still be a priority.

I recall in this regard a patient I saw who
died some years ago. He had some psychiatric
illness and had been homeless and had lived
under a bridge. He recounted afterwards, end-
lessly, the pain he had while living through this
experience. He returned to this so often, and to
such an extent, that I wondered after some time
whether ethically it made sense for me to con-
tinue to see him as often as I did. I thought per-
haps that I might offer additional patients more
if I saw him less. Then one day he said, as if
only in passing, that his sessions with me gave
him the sole source of meaning in his life. He
lived for these singular opportunities to share
what he felt, because otherwise he was mostly
all alone. Hearing this I felt, I should acknowl-
edge, more than a bit ashamed because I had
not imagined this on my own. I decided to see
him as much as I had been. Thus, this is a pos-
sible hidden presentation of social death. Our
efforts to help patients reduce this form of death
need not be all-or-none. This patient’s relief was
no more, I guess, than a smidgen. But it was, to
him, though, some relief, even if far from
enough.

Social death exists along a continuum. How
might we prioritize our regard for all those
worse-off in this way? If we ask patients directly
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about their feelings of isolation, it may leave
some feeling shame that it is so evident that they
are socially ostracized. But if we pause long
enough to acknowledge the pain they feel when
they express this, it may help them feel less
alone, even to a very small extent, afterwards.

PAUL AND ROSA

The couple I mentioned at the beginning of
this article, Paul and Rosa, agreed to be exten-
sively interviewed to describe their experience
after Paul received a face transplant.15 Paul sus-
tained extensive injury, including the loss of his
sight, from a gunshot wound to his face. The
researchers who interviewed the couple changed
their names to protect their identity. The couple
said they chose to describe their experience be-
cause doing so “may not only help to increase
our understanding of the different psychosocial
aspects of face transplantation, but also may
inform professionals to optimize transplantation
procedures or supportive interventions.” I re-
port here much of what they said, to inform us
in both of these respects. This may help us to
better treat most or all other kinds of patients.

Helping Patients Learn Where to Focus

Paul noted that three things helped him cope
successfully: focusing on the present, focusing
on the smaller details of his life, and enjoying
whatever he could.16 These approaches may help
all patients. Paul’s focus on the present echoes
the guidance given to many, to live one day at a
time. This approach, philosophically, may be
appreciated as classical Stoicism. Reminding
ourselves to focus on the present may be ben-
eficial. Paul’s focus on details also is instruc-
tive. Purposefully trying to shift our focus can
help us relieve pain. One approach, for example,
is to stop and quantify pain when we experi-
ence it. The shift in focus may distract us. Per-
haps surprisingly, this may help us gain some
relief. The practice of seeking to enjoy what we
can, when we can, and building these rewards
systematically into our daily experience also
may help to reduce pain, sometimes consider-
ably. We may benefit additionally by being able
to look forward to such rewards.

The core notion here is not, however, these
techniques. The core point is that these and simi-
lar approaches may help. Thus clinicians who
do not specialize in knowing about these ap-

proaches should refer patients to other clinicians
who know these techniques and can teach them,
when possible. Learning how to use one’s breath-
ing, for example, is particularly effective.

Clinicians who choose to refer a patient
should consider saying before the referral that,
for many patients, none of these approaches may
be successful. Saying this may negate the possi-
bility that clinicians will “prime” their patient
with a positive expectation that may, in a pla-
cebo-like way, become self-fulfilling. More im-
portantly, saying this may avoid the risk that the
patient will perceive the clinician as trivializing
the patient’s suffering by seeing such techniques
as being able to do more than they can.

Telling Patients that They May
Feel Better Later

I just mentioned a possible rationale for cli-
nicians to give up a possible positive placebo
effect to retain their credibility and their pati-
ent’s trust. But it may, as the same time, be pos-
sible to enhance a patient’s hope by sharing the
positive gains the patient may experience. In
interviews with Paul and Rosa, Paul said that
the main reason he chose to have a face trans-
plant was social. He wanted to regain his joy at
interacting with others by regaining a more nor-
mal appearance. He succeeded. He said: “That
you felt that your nose is normal, your lips, your
chin. It was a very pleasant feeling. It is unbe-
lievable that this was possible.”17

 That patients may have such an elated re-
sponse after a face transplant is, based on the
few reports available, not uncommon. The num-
ber is small. There are, however, even in this
small group, exceptions. Some patients miss
their old face. Clinicians who see these patients
before transplant may be able to tell them truth-
fully that they may feel more elated after trans-
plant than logically they might expect, as Paul
did. Doing so may help patients have hope at a
time they especially need it. Clinicians may also
tell patients, truthfully, what may be even more
unexpected: that they may find new and differ-
ent meaning in their life in regard to what
“counts” most for them. One patient said that
before transplant, “losing ten pounds” seemed
as though it was “everything,” but after trans-
plant, she found that it wasn’t that important.18

This possible new sense of meaning that patients
can’t anticipate may help sustain them through
difficult times. Clinicians may help patients



309Volume 30, Number 4 The Journal of Clinical Ethics

Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

optimally by informing them that while this may
occur, it may not at all be the case.

Patients who hear this caveat about having
too much hope may, paradoxically, find that it
increases their hope. They may feel better, and
rightly so, because they know that their clini-
cians could level with them and not overstate
the best case. Patients then will be better pre-
pared and less disappointed if their best hopes
do not come to be.

Loved Ones Can Feel the
Love They Felt Before

Rosa said that she experienced her husband
Paul’s new face as a “miracle.” She said that she
no longer notices that his new face is not his
original face. This possibility is another basis
for patients and their partners to have realistic
hope. Rosa noted, most significantly, that it was
“crucial” to her that Paul’s voice remained the
same. This sameness helped her to be able to
experience Paul as the “same person” that he
was before surgery. She said, “in the end you go
with the voice. It is the voice that you associate
. . . and it is the same voice as before.”19 Know-
ing in advance that a patient’s voice may not
change may help the patient, family members,
and loved ones get through and beyond the
rougher spots.

Give Patients and their Partners
the Information They Want

Rosa said that although she was well in-
formed about the surgery, she would have pre-
ferred to have had Paul’s clinicians give them
more detailed information about the possible
benefits and negative side-effects. She would
have liked, she said, to have been able to talk
with others who had been through the surgery,
if possible. Both points offer instruction. Rosa
believed that the medical team might have cho-
sen deliberately to not give them some informa-
tion and to not arrange for them to meet another
such patient or couple because the clinicians
feared that, if they did, Paul might not have con-
sented to the transplant. This lack of informa-
tion may have resulted in a lack of trust.

Before surgery, clinicians may do their best
to provide patients and loved ones with all of
the information clinicians believe they will
want. But later, patients and loved ones may

come to feel that the amount of information pro-
vided to them wasn’t as much as they wanted to
know. This may be because they did not know
before surgery all that they might want to know,
and it is only after surgery that they realize what
they might have wanted to know.

Yet clinicians may understandably fear that
they may provide too much information. Receiv-
ing negative information and talking with oth-
ers could be discouraging, and, as a result, pa-
tients may choose not to have a transplant. Cli-
nicians’ fear may be especially intense if they
feel strongly that surgery will positively change
patients’ lives, as it did Paul’s and Rosa’s, and
leave the patients faring significantly better. Cli-
nicians may be right in their prediction that pa-
tients’ and loved one’s quality of life will be
improved. The problem then would be how
strongly they should urge surgery to patients.
Respecting patients’ autonomy maximally usu-
ally requires giving them the information they
want and even going the extra mile to introduce
them to other patients, if possible. Further, if it
seems to patients and loved ones that clinicians
are withholding some truths, as it did with Paul
and Rosa, this may diminish the trust they feel
for their clinicians.

An approach that may be preferable under
these circumstances is for clinicians to openly
share their concerns with patients and loved
ones. Then clinicians can tailor how they will
meet the needs of patients and loved ones by
working with patients and loved ones. Clinicians
may, for example, ask patients whether they
believe they will do well, knowing that they may
be having some denial. The denial I may have
experienced as I read about face transplants is
an example of how we may experience denial.
Based on what patients say, they and their cli-
nicians can decide what to do together.

Take Seriously All that Patients Say

Both Paul and Rosa said that they felt that
their medical team often minimized Paul’s con-
cerns. Both resented this. Their response ech-
oes a frequent patient “complaint” that their cli-
nicians do not take seriously enough what they
say or reflect on it enough. Clinicians should
obviously try to avoid minimizing patients’ con-
cerns. If possible, for example, clinicians should
not interrupt patients repeatedly, and, when they
must interrupt, for example, due to having other
patients who are stressed and waiting, clinicians
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can at least apologize to patients and explain
why they have interrupted. Clinicians may also
keep in mind that what patients say may be
meant in two entirely different ways: they may
be making a factual statement, or they may be
just attempting to express how they feel. Clini-
cians who appreciate the last possibility may
be less likely to dismiss what patients say on
the ground that it is inaccurate.

Ask Patients First Whether It Is
Okay to Ask Intrusive Questions

Paul said that he was comfortable with all
of the questions his clinicians asked him, so long
as these questions focused only on medical con-
cerns. Had they asked him about more personal
aspects of his life, he said, this would have been
unacceptable.20 There are often good reasons for
clinicians to ask personal questions. Patients
who have had a face transplant may, for ex-
ample, have new difficulties in experiencing
sexual intimacy with their partner, and clini-
cians may know ways to help them. Counter-
intuitively, for example, if couples agree before-
hand not to have sex, this may help men to re-
gain the capacity to have an erection. A ques-
tion that is always present, however, is whether
the benefits of clinicians asking patients such
personal questions outweigh the possible harms.
A way to avoid, or at least lessen, the risks is to
ask patients initially whether or not they would
want clinicians to ask personal questions.

Be Open to What We May Be Missing

As a result of his injury, Paul lost his sight.
Some clinicians who do face transplants for
patients who are blind assume that their patients
will have fewer problems resuming their social
relations after the transplant, because the clini-
cians believe that blind patients will not see how
others respond to them. This is in one sense logi-
cal, but in another way this may not at all be the
case. Rather, patients who are blind like Paul
may even more accurately hear others’ voices
and be able to sense just as much as a seeing
person what it is that others feel.

Try to Connect Patients with the
Clinicians that They Will See Later

Paul and Rosa reported that they found
themselves switching again and again from one

clinician to another whom they didn’t know.
This occurred because Paul saw experts in many
disciplines. In all, he and Rosa saw 65 health
workers who represented 15 different medical
specialties. They said that they often felt con-
fused. They would ask, “Who’s in charge and of
what?”21 A possible way to help reduce this
source of pain and confusion is to try to arrange
some prior contact between patients and some
staff members. Such contact may be with “just”
a receptionist they will see when they first come
through a closed door, but their knowing before-
hand and then recognizing this person’s name
may go a long and surprisingly disproportion-
ate way to helping the patients feel “welcome.”
Patients may feel much relief at this. Their re-
lief may be substantial, and in this way dispro-
portionate to the time it takes, which may be
only seconds.

OPTIMAL SOLUTIONS: “OTHERS”

Patients may have to be sufficiently emo-
tionally stable to have a face transplant, as noted
above. They may need such emotional stability
to be motivated enough to benefit maximally
from the physical rehabilitation they will need
to regain facial mobility, and the post-surgical
speech therapy they will need to speak effec-
tively. How may most patients best maintain
their emotional stability, or acquire it if they lack
it? I will present three possible approaches, all
of which may apply to other patients, as well.

Help Patients’ Loved Ones and,
in this Way, Help Patients Indirectly

Patients, like any of us, may do remarkably
well if they are fortunate enough to have another
person who loves them unconditionally. Paul,
for example, had Rosa. Day after day he learned
from her that, to her, he was the same person
that he had been before the face transplant. Re-
gardless of what he might have accomplished
on his own, which may have been most extraor-
dinary, he could internalize her regard for him.
That loved ones may be able to do this, how-
ever, cannot be taken for granted. Thus, if loved
ones find themselves distancing themselves
from a transplant patient and they ask clinicians
for assistance, the clinicians should make it a
priority to help.

How best to provide this kind of help? Laura
Armstrong-Jones and colleagues illustrate one
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way. They write about how six families of par-
ents and children who were badly burned at-
tended a residential “burn camp.”22 Summarized
succinctly, the children, their parents, and the
children’s siblings benefited immensely. The
children learned again that they could have fun.
They were able to talk, often for the first time,
with other children without worrying about
looking different. They were able to see other
children as themselves, rather than seeing them
only as children with burns.23 Their parents ben-
efited similarly. Notably, some parents, for the
first time, overcame their feelings of guilt. They
had irrationally concluded that they were at fault
for their child’s burns, even when there was
nothing they could have done to prevent them.
At the burn camp, they were able to see that the
guilt felt by other parents was unwarranted, and
saw that their feelings of guilt were likewise
unwarranted. They learned, for example, that
they may have simply been in the wrong place
at the wrong time.24

Help Patients See that They Have
“A Rare Kind of Beauty”

Rosemarie Garland-Thomas is a leading
teacher on how clinicians may most help people
who have visible impairments and, more impor-
tantly, how these persons can best help them-
selves. She recently wrote an article that applies
directly to patients who want a face transplant,
entitled “What Do Unusual Faces Teach Us about
the Ethics of Recognition?”25 She quotes the late
disability rights lawyer Harriet McBryde
Johnson, whom Garland-Thomas describes as
having had “an unusual appearance.” Johnson
shared “social management strategies” that she
found helped people move from seeing her as
ugly to seeing her as “wondrous.” “It’s not that
I’m ugly,” Johnson wrote; “two or three times in
my life” her distinctive appearance evoked the
response of wonder, an appreciation for what
she called “a rare kind of beauty.”26 This mes-
sage is what clinicians should strive to success-
fully convey to patients.

On the other hand, it is possible that clini-
cians who do this may come across as “canned,”
and so as being untrue. As noted above in an-
other context, their good intention may serve to
make patients feel worse. In these situations, it
may be better to say that an appreciation of the
patient’s appearance is a reality that many
people, including the patient, may miss, but oth-

ers may “get,” even though the patient may not
know this. Garland-Thomas uses the example
of Auggie from the book Wonder to illustrate
this.27 Paul’s wife Rosa is an example of this.

Banish Ideas Based on Our
Seeing Who Others Are

Sharrona Pearl suggests in her book, Face/
On: Face Transplants and the Ethics of the Other,
an approach that all of us, not just patients who
want a face transplant, may find life changing.28

She suggests that what we might try to do at all
times is to strive to see others, not according to
the ideas we form based on how they look, but
on how they are actually are inside, if and when
we can succeed in getting to know them. We
constantly form ideas about people based on
how they look. We can’t help this. We can,
though, to some extent, learn to consciously
waive away and even discard these ideas as we
become consciously aware of them, and, in do-
ing this, we may be able to “see” every person
we encounter more deeply. I cannot do better
than to use Pearl’s own words. She states that
we must learn, as a first step, “quite literally not
to see. . . .”29 She says “something happens when
we look,” and thus, “we must divorce the face
of those we see from what in reality lies be-
neath.”30 A second step she suggests is to allow
ourselves to be “seen.” This entails, she says,
acquiring a vulnerability and an openness.31

Some of us may find this frightening. We may
not be used to trying to let others see us as we
truly are. Pearl says, in sum, “anytime one takes
an idea about the other to be the actual other,
the ability to have contact with the other is de-
nied.”32 “Maybe . . . we shouldn’t rely on the
face as the way to begin knowing. . . .”33 She
concludes, “Straight talk: we judge the hell out
of people for how they look. . . . We think how
they look not just says something about who they
are but is who they are. . . .”34

CONCLUSION

After reviewing some medical aspects of face
transplant, I have shared principally three con-
clusions that apply not only to these patients
but to most or all patients. First, we might con-
sider, more than we routinely do now, how pain-
ful it is for some patients to experience social
death. If we come to believe that we may not
have viewed their pain accurately, we may want
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to allocate more resources to help enable them
to re-integrate with others.

Second, there may be some patients who are
a subset of this group of patients who lack ac-
cess to services that could help them reduce their
lived experience of social death. The needs of
this subgroup may warrant prioritizing their
interests more than we currently do. A possible
new ground for this re-allocation would be a
moral principle I referred to as “social death ex-
ceptionalism.”

Third, we may help patients by helping their
loved ones to overcome distancing responses,
when they seek this help from us. Loved ones
may be with patients more than we are, perhaps
several hours every day. The warmth and un-
conditional regard and acceptance of loved ones
may go far to help patients feel for themselves
what their loved ones have felt and continue to
feel towards them.

The experiences of Paul and Rosa, the chil-
dren and parents at burn camp, Garland-Tho-
mas and Johnson, and Pearl encourage us and
our patients to come to know each other more
as we actually are.
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