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Abstract

Despite having paved the way for face, womb and penis transplants, hand transplantation today remains a small hybrid of reconstruc-
tive microsurgery and transplant immunology. An exceptionally limited patient population internationally (N <200) complicates
medical researchers’ efforts to parse outcomes “objectively.” Presumed functional and psychosocial benefits of gaining a transplant
hand must be weighed in both patient decisions and bioethical discussions against the difficulty of adhering to post-transplant
medications, the physical demands of hand transplant recovery on the patient, and the serious long-term health risks of immunosup-
pressant drugs. This paper relates five narratives of hand transplantation drawn from an oral history project to show how narrative
methods can and should inform ethical evaluations and the clinical process of hand transplantation. The interviews with patients
and their partners analyzed here lead us to suggest that qualitative accounts of patient experiences should be used to complement
clinical case studies reported in medical journals and to help develop instruments to assess outcomes more systematically.
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I wondered how it would actually feel—how odd is
that going to be?—to have another man’s hands touch-
ing me? I can tell you that is not a factor at all. From
the moment they’re on, they’re his hands, moving
those hands and using those hands with his own mind
and his own heart. The hand is just the physical instru-
ment. Him touching me and him holding me and all
that, it’s coming from Rich—his heart, his emotions.
To me, from day one, they were his hands.

~ Cindy Edwards, widow of a double hand transplant
patient

Don’t turn a scientific problem into a common love
story.

~ Andrei Tarkovsky, Solaris
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Hand transplant ethics and quality of life:
an empirical problem

Twenty years since the first modern attempts at human hand
transplantation (HTX) in 1998 and 1999, these operations
exist as a fringe hybrid of the clinical specialties of recon-
structive microsurgery and transplant immunology, offered
only under experimental protocols in most cases. Based on
perceived success with early hand transplants, “vascular-
ized composite allotransplants” (VCA) of the face, abdomen,
penis, and womb were developed and are now being per-
formed around the world. However, there is limited agree-
ment on how to assess outcomes, evaluate candidates, and
discern between successful and unsuccessful VCA since the
specific nature of cost/benefit tradeoffs for these surgeries
and their aftercare remain unclear (Caplan et al. 2018). In
this paper we argue that qualitative data—especially first-
hand narrative insights from participants—may illuminate
the lived benefits and challenges of hand transplantation in
ways that could be helpful to HTX and VCA stakeholders
(including providers, policy makers, patients, and organ
donors), and scholars studying research ethics, informed
consent, or the management of chronic conditions or dis-
ability. The empirical contribution of our paper includes five
narrative case studies of hand transplantation based on oral
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history interviews with patients and their caregivers, fol-
lowed by discussion of three themes related to quality of life
(QoL) occurring in the narratives.

As has been argued in the bioethics literature about these
operations, the singular goal of a hand transplant is improv-
ing the life of the patient (Siegler 1998; Simmons 2000;
Dickenson and Widdershoven 2001; Hettiaratchy and Butler
2003; Tobin et al. 2005; Benedict 2017; Caplan and Purves
2017). Like recipients of life-saving solid organs, hand trans-
plant patients must take health-compromising immunosup-
pressant drugs for the rest of their lives or for the duration of
their graft’s viability. Unlike a solid organ, a hand transplant
is not immediately functional, and HTX patients must also
participate in grueling post-operative therapy as well as fre-
quent evaluations of hand health and function (Bueno et al.
2013). Because living with organs from another person—
especially intimate social organs like hands—is a complex
unfolding phenomenon necessitating preparation and adap-
tation on the part of many parties, the subjective reflections
of those who experienced QoL-related tradeoffs from HTX
firsthand can inform discussions of risks and benefits, indi-
cations and contraindications, and other important aspects of
the process (Svenaeus 2012; Neukom et al. 2012; Williams
et al. 2016; Shildrick et al. 2017).

Despite the fact that presumed success with early hand
transplants has already paved the way for other forms of
reconstructive transplantation (Petruzzo et al. 2010; Bay-
lis 2004; Ren and Laugel 2013), the idiosyncratic nature of
these procedures and their small numbers frustrates profes-
sional agreement on the indications for successful outcomes
(Caplan et al. 2018). The existing QoL outcomes data on
HTX present insufficient grounds on which to base claims
that hand transplants enhance life sufficiently to be justi-
fiable, much less a “standard of care” for patients despite
recent arguments for their potential in this regard (Breiden-
bach et al. 2016). In fact, it is unclear whether some of the
hand transplants that have been described as “successful” in
early case studies and review articles would be characterized
as such from the patients’ point of view.'

Because hand transplant recipients and their partners
or caregivers possess intimate knowledge of the processes
involved in maintaining a hand graft—and because lim-
ited case data (fewer than 100 people have received hand
grafts since 1998) makes information on and from patients
a valuable resource—one might expect to see in the litera-
ture on HTX a concerted effort to capture and publish data

! See the July 25, 2016 article in TIME magazine: “‘I Can Do Abso-
lutely Nothing’: The first American with a double hand transplant
wants them removed” by Alexandra Sifferlin as well as “The case
of Clint Hallam’s wayward hand: print media representations of the
‘uncooperative’ disabled patient” by Fiona Kumari Campbell (cita-
tion below).
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on all factors related to the hand transplant experience.
However, with the exception of news media interviews and
press releases, which have consistently followed success-
ful hand transplant surgeries, first-person empirical insights
from patients remains limited. While there have been some
attempts to describe transformations in the quality of life
of HTX patients using self-reported, survey-based methods
or thematic analysis of semi-structured psychiatric inter-
views (Bachmann 2007; Jensen et al. 2012; Kumnig et al.
2014; Jowsey-Gregoire and Kumnig 2016), neither of these
approaches does the work of describing “what happened”
or “what it was like” for recipients and their families before
and after hand transplant surgery.

In a 2012 paper titled, “Quality of Life Considerations
in Upper Limb Transplantation,” Jensen et al. conduct a
review of all hand transplant-related papers offering analy-
sis of recipients’ QoL. The authors identified approximately
250 academic papers on hand transplantation, of which 27
were included for consideration having “quality of life” as
their main topic of inquiry. Only 3 of the 27 papers included
interviews with patients as part of their methodology. Unfor-
tunately, none of these three studies were conducted using
open-ended questioning techniques by non-program-affili-
ated researchers, and none of them quoted patients describ-
ing their experiences. In some cases, no attempt was made to
approach patients directly for their point of view even when
the stated goals of the research were compatible with doing
so. In one such study, Slatman and Widdershoven (2010)
present what they describe as a “phenomenological narra-
tive” account of the first two hand transplants in Europe.
Because the authors “were not in a position to collect infor-
mation from face-to-face interviews,” they accomplish their
analysis using data collected from news media reports.
Slatman and Widdershoven acknowledge that in their phe-
nomenology of hand transplantation, “empirical analysis of
embodied self-experience is limited” (p. 72).

Hand transplant textbooks seem to make more space than
peer-reviewed journal articles for patient perspectives. In
The Science of Reconstructive Transplantation, (ed Gerald
Brandacher 2015), an early chapter featuring exposition on,
“The Daily Life of a Hand Transplant Recipient” (p. 45)
offers a firsthand account of HTX challenges and oppor-
tunities as told by a patient recipient. The article is written
in the first person and details the process of evaluation and
recovery, including day-to-day challenges and opportuni-
ties and general reflections. It is an interesting and helpful
account in many respects, but limited in its empirical util-
ity as the textbook editors do not describe the process of
inclusion and development of this narrative (i.e., editorial
and authorial decisions about preparation and representa-
tion including why this narrative was chosen from among
other HTX cases). In a chapter for another medical textbook,
Hand Transplantation, (ed. Marco Lanzetta and Jean-Michel
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Dubernard), Daniele Bachmann covers the topic, “Quality
of Life in Hand Transplant Patients” (2007, p. 363). While
Bachmann conducted psychiatric interviews with hand trans-
plant recipients sufficient to yield insights about their moti-
vations and experiences, her chapter spans only three pages
of the 400 + page textbook and sentiments from participants
are summarized heavily without context. Bachmann writes:

[T]ransplantation of hands changes the patient’s body
in a radical way; he does not get his own hands back
(we say “he” because all transplanted patients thus far
have been men), nor does he return to a previous state.
The recipient has to make the donor hands his own,
and, even with the recovery of motor functions and
sensitivity, these hands are forever present before the
patient’s eyes ... The hands are also highly charged
with meaning in the human being’s imagination: ...
What, for example, did the donor’s hands do before
his death, during moments of intimacy? The patient’s
ability to integrate the transplants is also dependent
on the reaction of the close family circle, which could
display feelings of rejection, of disgust or worry, or,
on the other hand, could be quite happy for the patient
and give him vital support in accepting the transplant
(p. 365).

Here Bachmann alludes to several potential avenues of
interest and concern regarding the post-transplant lives of
people with hand grafts. Unfortunately, the chapter’s con-
clusion follows soon after revelations that transplant hands
change the recipient’s own body in “a radical way”; that
hand grafts are “highly charged with meaning”; and that the
patient’s pleasure in owning the hands depends heavily on
the acceptance of others. Readers can only wonder at the
sentiments Bachmann’s patients may have expressed that
would lead to such compelling statements because data from
interviews are not published alongside professional analysis.

It must be asked whether—and if so, how—the benefits
of hand transplantation amount to a significant gain in qual-
ity of life for patients. According to Kay and Wilks 2013,
“Of the large number of [hand and face] transplants com-
pleted now, outcome data of value is to be found in few,”
(p- 1457, italics added). More recently, Health Quality
Ontario (HQO), a multidisciplinary health care research
group based in Canada, analyzed the HTX literature for cost-
effectiveness, concluding that, “the quality of the studies
we could find was very low” (2016, online). Although it is
difficult to prove the absence of something, we concur with
Kay and Wilks’ and with HQO’s observation that satisfac-
tory information about patient outcomes is lacking in the
peer-reviewed literature on HTX. We add that this privation
incapacitates bioethicists and policy makers when evaluat-
ing hand transplantation, as well as making informed con-
sent difficult for patients and providers who must determine

whether a particular hand transplant will be worth the risks
and burdens.

In a 2018 review of VCA ethics, Caplan et al. explain the
importance of accurate, in-depth outcomes reporting to the
development of clinically successful VCA programs:

VCA requires providers to judge the extent of a poten-
tial candidate’s distress and consequent need. This is
perhaps the greatest ethical challenge in the clinical
selection process. A graft or prosthesis might provide a
satisfactory outcome for one patient but not for another
with similar injury and functional outcome. Because
VCA recovery is psychologically taxing and requires
consistent adherence to monitoring and treatment pro-
tocols, some patients might be better psychosocially
suited to VCA than others, based on variables includ-
ing anxiety, stress-related, somatic, psychotic, and sub-
stance misuse disorders, maladaptive coping strategies,
good treatment adherence and connection with social
supports ...Maintaining comprehensive data in stand-
ardized, transparent formats will be key to long-term
viability of the field (accessed online).

As Caplan et al. point out, because each prospective
patient has unique needs, goals, and expectations for their
hand graft, employing narrative data to engage in narra-
tive evaluations with individual patients may remain more
helpful or straightforward than a whole suite of scientific
measurements for determining relevant features of a person’s
candidacy or for understanding their outcomes as hand trans-
plant patients. Ascertaining the human factors contributing
to patient adherence is certainly a shared preoccupation of
practitioners in the field (Cendales et al. 2011; Errico et al.
2012; Breidenbach et al. 2016). Below, we relate five hand
transplant narratives based on oral history interviews with
patients and their closest caregivers, followed by brief inter-
pretation. These five narratives were chosen for the light they
shed on the human dimensions of “success” in HTX, such as
how the meanings and values attributed to a hand transplant,
and the new sources of meaning and value afforded by a
hand transplant in the lives of recipients and their families
play a role in mediating outcomes for these high-risk, high-
commitment procedures.

Narratives of health and medicine: methods
and scope

In recent decades, narrative methods for research and clini-
cal assessment have gained consideration in a range of aca-
demic and health sciences disciplines (Charon 2001; Coul-
ehan 2003; Geisler 2006; Webster and Mertova 2008; Woods
2011; Alnaes 2012; Neukom et al. 2012; Brockman 2013;
Cudney 2014; Peek 2016; Constant and Roberts 2017). In
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primary and chronic care medicine, in particular, calls for
attention to narratives and narrative processes have increased
in frequency and prominence (Editors 2007; Kalitzkus and
Matthiessen 2009; Sgro et al. 2016; Charon 2016; Murphy
and Franz 2016; Shildrick et al. 2017; Hurwitz and Bates
2018). According to some healthcare providers, the advan-
tages of patient storytelling and its counterpart, critical
listening, are practical and immediate: the patient’s expe-
rience of illness/disorder becomes a valuable source of
knowledge both framing and emerging within the clinical
setting (Charon 2006; Shakespeare 1996; Wiltshire 1999).
Physician and literary scholar Rita Charon has argued that
patient narratives are not merely ornament to the scientific
record but an irreducible feature of medical diagnosis and
decision-making, writing, “Clinicians have always at least
implicitly understood that the most fertile and clinically sali-
ent information we derive about patients comes from listen-
ing to them talking about their illnesses” (2006, p. 192). In
other words, the commitment to treating whole persons in
medicine may entail a basically “narrative” orientation to
patients’ complaints, one which sees their life course and its
meaning as relevant to disease management and diagnosis.
Despite far-reaching and longstanding recognition of the
central place of patient narratives in the process of medical
care, Charon reminds readers that, “‘At the risk of sounding
anecdotal’ is the preface to much of the story-telling that
goes on in medicine, and students or clinicians who take
the time to hear patients out are thought of as either poorly
trained or daft” (2006, p. 192). In The Illness Narratives,
Arthur Kleinman censures the overly “scientific” restrictions
some lay on the scope of medical knowledge as dehuman-
izing to those seeking care, writing, “the everyday priority
structure of medical training and of healthcare delivery, with
its radically materialist pursuit of the biological mechanism
of disease... disables the healer and disempowers the chroni-
cally ill” (1988, p. 9). The answer to widespread reduction-
ism in medicine, according to physicians like Kleinman and
Charon, is a balancing respect for what patients choose to
talk about and for their intimate position in the geography
of knowledge on a particular condition or disease process.
The extent to which narratives of illness can inform clini-
cal practices beyond the dynamics of the provider-patient
relationship depends on the goals of the discourse and the
methods of narrative researchers. Although “narrative” is
a tool humans use to generate immediate recognition of
meaning in many situations, narrative reconstructions of
illness events are not self-evident with regard to their value
as empirical data or as moral illustrations. For example,
subjective firsthand impressions from patients would not
be as effective as straightforward numerical measurements
for tracking and describing certain aspects of postoperative
management in HTX, such as kidney function over time
while on immunosuppressants. Likewise, a single narrative
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case study published in a medical journal or textbook that
relates in emotional detail the experiences of a patient could
be informative, if the narrative is authentic to that person’s
interests and feelings, but could also be a source of unbal-
anced representation distracting from other types of stories
and concerns (see Jones 2014 “Narrative Ethics, Narrative
Structure” for more on this effect). As bioethicist Christine
Mitchell has written, “stories. .. import ethical principles and
norms that exist apart from the stories themselves and war-
rant consideration beyond the tools of narrative analysis”
(2014, s. 13). Thus the “situatedness” of narratives in the
context of other informative data—including additional first-
hand or historical accounts, academic or scientific studies,
news articles, expert observations—is important to consider
in every case.

In the rest of this section we describe activities inform-
ing our own research, including techniques for analysis and
interpretation of the five narratives. The oral histories of
hand transplantation related below are based on 14 inter-
views with hand transplant recipients and their closest car-
egivers collected by first author Emily R. Herrington from
2015 to 2017. As a qualitative research methodology, oral
history is uniquely concerned with illuminating a topic or
event of interest (in this case, the outcomes of human hand
transplants) by considering its impact on the life course of
individual participant—observers. Patient narratives as told
to doctors can be useful tools in the clinical setting, with-
out the cases under discussion being widely shared. The
audiences for medical oral history research, however, are
external to the immediate clinical setting; the creation of
an historic document (including published transcripts and
researcher interpretations/summaries) for edification of pub-
lics is the primary objective (Yow 2015). In the introduc-
tion to the edited volume, Oral History, Health and Wel-
fare, Paul Thompson argues that oral history techniques can
bring practical advantages to researchers in almost any field:
“[Oral histories] allow us to explore those crucial areas of
life which the written record scarcely touches: the private
world of family relationships, for example, and all the influ-
ences from childhood onwards which go into the shaping of
a professional life, and the often crucial support of partner
and family through adulthood” (in Bornat and Perks 2014,
p- 3 “Introduction”). The more intimate view of events or
phenomena furnished by oral histories can be especially use-
ful to medical humanities researchers. Thompson explains:
“Oral history can delve into the hidden world of the institu-
tion, the clinic or the hospital, revealing the daily experience
of routines and treatments as told by the subjects, clients or
patients at the receiving end of services” (in Bornat, p. 4).

Oral historian Valerie Yow has emphasized the unique
capacity of oral histories to allow outsiders to imagina-
tively enter a firsthand view of a culture, event, or situa-
tion (Yow 2015). Compared with other qualitative research
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methodologies such as grounded theory, phenomenology,
cross-sectional survey research, and ethnography, oral his-
tories may be less invested in answering questions about
specific problems, infrastructures, or hypotheses than in pro-
viding the complete picture of an event or topic, inductively,
from the “ground level” of participants’ reflections on their
experiences. While other qualitative research methods may
elicit story-telling from interviewees, use narrative summa-
ries within analysis, or combine methods without using the
term “oral history”—insofar as oral histories are included for
consideration or complication of existing knowledge, they
serve to illuminate “what happened” and “what it was like”
from the viewpoint of actual participants.

Narrators for our oral history of hand transplantation
include single and double hand transplant recipients at
various temporal distances from their surgery (including an
interview with Matt Scott, recipient of the longest-surviving
hand graft at ~20 years). The oral history process adheres
to the twin principles of (1) questioning rather than meas-
uring and (2) generating hypotheses using theoretical cod-
ing. One-on-one interviews followed a script of open-ended
questions and yielded extensive conversations ranging from
50 to 140 min per interview. Approximately 10-30 min at
the beginning of each interview was spent talking about the
narrator’s childhood and family or vocational background.
Framing the topic of concern—in this case the outcomes of
hand transplants—with discussion of the narrator’s early life
and interests is typical of the oral history approach and helps
anchor recorded testimony more strongly in the narrator’s
own speech and values (Yow 2015). An important aspect of
our oral history methodology turned out to be the decision
to interview caregivers and partners in addition to (and sepa-
rate from) interviews with hand graft recipients. Capturing
the feelings and experiences of partners in the post-surgical
phase of treatment, which lasts several years or the rest of
the recipient’s life, was enlightening: substantial burdens of
longitudinal care fall on them. Caregivers are also affected
by the emotional condition of hand transplant recipients, and
in some oral histories, they provided frank descriptions of
difficult events while patients—possibly feeling the burden
of gratitude (Ross et al. 2010)—emphasized positives.

Data gathering for this project began in April 2015;
interviews were conducted by phone or in a neutral loca-
tion by first author Emily Herrington. Descriptive coding
of interview transcripts commenced as data were collected,
consistent with the grounded theory approach to iterative
thematic analysis (Corbin and Strauss 2015). Early codes
informed the development of different and more sophis-
ticated questions as the interviews progressed. As links
between common ideas or story types began to emerge
organically through the codes, direct comparisons of pri-
mary data could be made, and the salient aspects of these
comparisons were developed into more comprehensive

themes (such as: “emotional affiliation with graft” or
“effects of open-ended expectations”). Themes were
progressively reinforced or complicated and subdivided
by ongoing analysis and data collection; on some topics
“saturation” was achieved. While “saturation” describes a
state of analysis in which no new ideas, descriptions, or
sentiments are emerging on a specific topic within col-
lected data, themes that reach saturation are not neces-
sarily exhaustive accounts of underlying phenomena as
they can be complicated by new insights or revised analy-
ses. For instance, on the question of whether hand recipi-
ents and their families had a difficult time accepting the
donated nature of their own or their partner’s hand graft,
almost every narrator described feelings of identification
and affiliation with the hand graft that were unexpectedly
robust (but this does not mean strong emotional attach-
ment to a hand graft can be expected in every case). Other
activities informing our interpretation of the oral history
interviews include close reading of key papers in the lit-
erature on hand transplantation, attendance by one or both
authors at three international meetings on VCA science
or ethics (in spring 2015, spring 2017, and fall 2018) and
ongoing HTX ethics related collaborations with clinical
providers of hand transplantation conferring broad prac-
tical knowledge of hand transplant protocols and health
policy developments.

The five oral histories related below are presented to
demonstrate the value of first-person illness narratives to
knowledge-making and development of best practices in the
hand transplant field. They are chosen for their value as illus-
trations of the change in quality of life experienced by HTX
patients and their families when trying to navigate the long
and many-faceted process of hand transplantation. Although
hand graft recipients and their partners or family members
gave individual interviews for the oral history project, we
reunite their voices in our representation of each case of
hand transplantation to more efficiently understand the effect
of that particular hand graft on participants’ quality of life.
The third-person prose format allows us to track back and
forth between narrators’ individual and shared perspectives
as needed, as well as to add transitions and interpretive sum-
maries (based on the longer and more comprehensive oral
history recordings on file). To write the narratives in this
way, first author Emily Herrington used the horizontal “split
screen” feature in Microsoft Word to view the transcripts of
recipient and partner/family member simultaneously while
moving chronologically through the writing of their story.
Quotes were chosen for their qualities as robust descriptions,
efficient summaries, or unique expressions of experience. To
avoid reducing the individual value of narratives via over-
summarization, we aimed for a “middle level” of abstrac-
tion and length of exposition. Our goal was to help readers
imagine key features of each narrative while more generally
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gaining perspective on the lived effects of hand transplanta-
tion on recipients’ quality of life.

Five oral histories of hand transplantation
Narrative 1: Matt Scott

Before becoming the world’s first indisputably successful
hand transplant patient, Matt Scott owned and used an Otto
Bock myoelectric prosthetic hand, one of the best brain-
controlled devices available for non-biological restoration
of hand function. During a phone interview with first author
Emily Herrington in October 2010, Matt said,

Having a prosthetic just wasn’t the same. Don’t get
me wrong—the prosthetic served me well. It served
me very well. I was able to become a top paramedic in
my field, (with some adjustments), and I got married
and fathered two kids. I was successful in the ways we
define ‘success.” But mine was a traumatic amputa-
tion, you know, and after thirteen years of having a
prosthetic, I had grown so dissociated with it that I'd
come to detest it.

Matt lost his left hand on December 23rd of 1985 in an
accidental fireworks explosion while he and friends were
celebrating the holidays. Although the accident was deeply
traumatic, Matt went back to work as a paramedic the next
fall. Matt reported his healing process as difficult emotion-
ally and laborious, saying shortly after the accident “[I was]
absolutely convinced that my life as I knew it was over. |
was never going to be a medic again. I was probably going
to end up on a street corner, selling pencils or something
like that, that typical thing. I absolutely believed that in the
beginning.” Friends and family were crucial to his even-
tual transition back into a regular schedule of work and life.
Matt says, “As time moved ahead and the people around
me were encouraging and working with me and helping me
to rationalize and figure out things—and as things became
more evident that I could—I think the idea that I couldn’t
just became further and further from my psyche. It was more
of, ‘Now, how can I get back?’ as opposed to, “‘What am I
going to do to get back?’ I knew what I had to do, and I just
went out and did it.”

Navigating personal relationships was described by Matt
to be, in some ways, more daunting: “I was a young guy.
I was 24 years old. The idea of dating and things like that
with a hook... I thought, ‘that’s a horrible thing to think,’
but it’s what I was thinking when I was that age. I did have
that period of depression, but once the prosthesis came, and
I saw it was cosmetic, by and large, in its appearance, and
it opened and closed, and once I learned how to use it and
once I got fairly adapted and adept with it, things started to
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look a little bit better.” Matt says his Otto Bock prosthetic
hand “worked well,” but nevertheless did not feel to Matt
that it was ever an adequate substitute for the real thing.
Matt reports the prosthetic was uncomfortable and annoying
(he had to have a spare battery with him at all times and to
check the device’s charge consistently throughout the day).
He also remarks that it was unbalanced and heavy, causing
occasional pressure sores “and things like that.”

Eventually, Matt says, he was “successful in all the ways
we define success.” But the feeling of otherness and loss did
not disperse over time. Instead, he says, it was the opposite:
“When I would meet people, I would position myself where
my prosthesis was out of their view. I would turn my body
so that they couldn’t see that. Until some point in time when
... they would finally realize that, then I have to explain my
life to them and what happened and how I did this. It just
became a very tedious and angering-type way of living.”
The cumulative effect of these negative social interactions
made life difficult to enjoy on a daily basis. “Inside, no, I
wasn’t happy,” Matt says. “I was probably more angry than
anything. As the years went on, I became more and more
angry. Of course, the anger was inward, but sometimes I
directed it outward, and was sometimes harsh at times with
people, not because of their shortcomings but because I was
angry with myself.”

It was many years after Matt’s accident that hand trans-
plants began to be seriously considered by doctors as a
possible solution to chronic disability of the upper extrem-
ity. Matt remembers clearly the day he heard about hand
transplantation:

I was in London, England, of all places. I was over
there on a little bit of vacation. On the day that we
were leaving, my dad’s wife came upstairs. She went
down to the coffee shop and came upstairs with the
newspaper and said, ““You’re not going to believe this.”
I said, “What’s that?” She showed me this article in
the Sunday London Times, I’m pretty sure that’s what
it was, about this hand transplant team in Louisville,
Kentucky. Now, I'm in London, England. I’ve been in
the United States, I didn’t hear a word about it. I had
to go to London to hear about it. It was a big, two-page
article. I read it, read it again on the plane ride home,
and the next morning, after waking up, I called Jewish
Hospital in Louisville, Kentucky and said, “I want to
be part of this.”

Hand transplants were an entirely new option at the
time and there was no guarantee a biological hand graft
would be as functional as Matt’s Otto Bock prosthetic.
Matt says he was well aware of the risks of participa-
tion, “My wife at the time was a registered nurse. I was
a paramedic. It’s not like we had to learn a whole lot
in the way of things, I mean, other than the specifics
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of transplantation, but I understood the pharmacology.
I understood the problems that are going to happen. I
understood [much of the science of] rejection.” Still, Matt
had to seriously consider the many potential complica-
tions and sources of pain associated with hand trans-
plantation (including physical and cognitive side effects
of immunosuppression, disruption of life during a long
healing period, intense post-care treatment, pain, and the
constant possibility of graft loss).

In our interview for the oral history project, Matt
describes the hand transplant as a needed intervention
conferring not functional restoration but what might be
termed narrative transformation. From the moment he
woke up with the graft hand, this element of healing from
a long-time psychological wound was present:

When I woke up from the surgery the first time
and I looked to my left, my hand was gone. It was
wrapped up in all these bandages. There was a little
bit of Betadine, maybe a little bit of bloody drainage
there, but the hand was gone. This time I woke up
and looked to the left and there’s fingers pointing at
me. It was like it was almost a replay of that wak-
ing up in the recovery room 13 years prior. It was
very weird. Yeah, it was very weird... [The hand]
was very heavily bandaged and everything, and I see
this index finger and middle finger and ring finger
pointing out at me and I’m like, “Oh, my God!” It
was just the strangest, strangest feeling of like, “I’ve
been here before,”—but the outcome was different.
Instead of it being gone, it was now back.

After the hand transplant (and a great deal of media
coverage of it), the putatively negative—and, for Matt,
experientially negative—labels “amputee” and “disabled”
could no longer be associated with his identity. The posi-
tive valuations people seemed to make of Matt after learn-
ing of his participation in a “miraculous” groundbreak-
ing surgical experiment made a conspicuous difference in
the way that Matt perceived his own value, particularly
as reflected in the eyes of others. The hand transplant
also conferred some advantages in terms of function and
aesthetic restoration—however these have never been the
focus of Matt’s reflections on his experiences.

Years after his transplant, Matt met his donor family
to thank them for their gift and says he feels nothing but
gratitude for the opportunity to participate, stating that,
“If it fell off tomorrow, I’d do it again. I feel like I’ve
been healed in a way that would make another amputation
far easier than the first one.”

Narrative 2: Rich and Cindy Edwards

One night in February 2006, a chiropractor from Oklahoma
was driving to a hunting trip with friends when a brush
fire completely overwhelmed his truck. In the attempt to
escape the flaming vehicle, Rich Edwards’s hands were
severely burned, and healed into claw-like stumps that Rich
called “deranged looking.” Before the accident, Rich had
been a well-respected chiropractor with a busy practice in
his hometown. He had to quit working at his practice and
suffered extreme depression as a result of his injury. Rich
recalls:

I lost most of my fingers, 7 of my fingers [in the fire].
My hands were distorted, and contorted, but I was still
somehow determined that I was going back in to prac-
tice. That set in depression, for the first time in my
life. I was extremely depressed for years... I still had
hope that I could find somebody who could fix my
hands, get them limber, and movable again, instead
of clenched up into kind of a fist. We found what, we
thought, was the most outstanding [hand surgeon] who
was at Duke University. He did 5 or 6 surgeries, and
my hand was actually worse off than it was before he
even started. I was very unhappy about that.

After frustrating experiences with traditional reconstruc-
tive methods, Rich and his wife, Cindy, turned to doctors in
Louisville, Kentucky to discuss hand transplantation. Rich
had never tried prosthetics. Although prosthetic rejection
had been a stipulation of candidacy in the early years of
the Louisville hand transplant program, the lead surgeon at
the time of their consultation, Warren Breidenbach, thought
Rich might attain better-than-average results due to the fact
that his hands had never been amputated, and thus some
length of the existing nerves could potentially be preserved
and transplanted into the graft hand, reducing the amount of
time for recovery following transplant. Although Rich was
initially rejected as a candidate by the the first psychiatrist
in Louisville, he was eventually reevaluated and approved
for transplantation.

Unfortunately, Rich’s desire was not to regain some func-
tion from his new hands, (which was likely), but to regain
enough function to be able return to his chiropractic practice
(which was not). Transplanted hands do not work as well
as a “normal” hand; even an excellent functional outcome
with a hand graft will never attain the same level of dexter-
ity, sensation, and strength as the original. It may have been
a collectively conditioned response, or an indication of the
importance of understanding the limitations of these surger-
ies, that when Emily Herrington first began researching hand
transplants in 2010, almost every member of the team Her-
rington interviewed in Louisville observed, “Our patients
aren’t going to be concert pianists, you know.”

@ Springer



E. R. Herrington, L. S. Parker

As years passed post-transplant, it became more and
more clear to Rich and Cindy that the much-desired result
of returning to his work after hand transplantation would
remain out of reach, and Rich’s depression again became
debilitating. While experiencing some return of function and
sensation was deeply meaningful to Rich and Cindy (for
example, being able to hold hands together and to pray, more
bathroom autonomy), his spirits continued to plunge. Cindy,
who had worked in Rich’s chiropractic practice, commented:

Rich couldn’t live like this, like the way it was [after
the fire]. People were always staring at his hands. Chil-
dren were always staring and pointing. Even though
he can’t do hardly anything with his hands right now,
at least they look mostly normal... I don’t recall really
hoping that he’d go back to practice or believing that
he would. He did. He was hoping and believing. 1
didn’t necessarily bank on that, but I was hoping he
be able to go back emotionally into the practice. We
had an associate doctor that was carrying the practice
for us while he ... After our accident, we had to hire a
doctor to carry on the practice. I thought, “Well, if he
could go back in and just oversee and work with the
patients and all this, even if he couldn’t put his hands
on them and adjust...” That was my hope for him, but,
because he physically couldn’t do it, emotionally and
mentally, he just actually was defeated. He was just
defeated by it and didn’t want anything to do with the
practice, didn’t want to go back in if he couldn’t do
it. He pretty much didn’t want anything to do with it.
That was hard. That was an expectation that we never
achieved. I was also hoping that he would be able to
do more with his hands, and he just can’t. He just can’t
do more. I mean, he can’t. They told us he wouldn’t be
able to button buttons. Okay, I accept that, but he just
won’t... I wish, just sometimes, just very, very little,
that Rich would have prosthetics instead because, then,
he wouldn’t have to take all those medications.

At the end of the summer 2015, Rich visited a shoot-
ing range near his home and killed himself. Cindy mourns
the loss of her life partner and is conflicted when describ-
ing whether she thought hand transplantation had been the
best option for their family. Rich’s death was not widely
reported in the media, and there has not been, to our knowl-
edge, a clinical case report published on Rich’s outcomes.
While suicide approximately 5 years after a self-styled “life-
enhancing” operation may not look like success to some,
Cindy has stressed repeatedly in interviews that the hand
transplant was better than no change at all, because he had
been so dissatisfied with the appearance and functionality
of his injured hands.

We believe Rich and Cindy’s story displays prominently
the contextual nature of what counts for success in different
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patient narratives of hand transplantation. Rich’s hand
transplant could be considered technically successful and
ethically justifiable on some dimensions: the hand was not
lost to rejection and the quality of his life did temporarily
improve as a result of the intervention. However, it could
also be argued Rich’s first psychiatrist in Louisville was cor-
rect about the negative aspects of Rich’s candidacy for hand
transplantation given its limited prospects as a long-term
solution to the depression he experienced as a result of his
burn injury and perceived disability. Was Rich a poor can-
didate for hand transplantation due to his ongoing depres-
sion and exaggerated hopes for a discreet and unfeasible
outcome? Or was hope itself a telos of the hand transplant
treatment as experienced within the constraints Rich and
Cindy’s life—an end in itself conferring a reinvigorated
“purpose’ to their shared existence, from which new mean-
ings could have, but unfortunately did not, arise?

Intriguingly, in our conversations with Rich and Cindy,
both partners mentioned a shift in their values regarding
healthcare, which was both necessitated and facilitated by
the hand transplant process. Before the accident, Rich and
Cindy said, they were: “Chiropractic, not medical.” In their
words, both partners believed in the power of the mind to
heal the body and soul. Rich had even been dismissive of
people claiming to suffer depression in the past, and both
partners were suspicious of medicalized tendencies toward
unnecessary high-tech intervention, and they were not organ
donors. Rich and Cindy’s philosophy of health and medicine
greatly changed after the hand transplant experience. First,
the high level of compliance and cooperation necessitated
by hand transplant recovery made it necessary to “buy in” to
traditional western medical values of transformation and sci-
entific progress—this was not, they reported, difficult as the
hand transplant was such a unique, exciting, and emotionally
moving prospect. Secondly, the extraordinary “gift” of the
hands elicited feelings of wanting to reciprocate and per-
suaded them of the value of other types of transplants—both
Rich and Cindy quickly became strong advocates of organ
transplantation and donation, and Cindy donated Rich’s hand
grafts to medical research after his death.

Narrative 3: Will Lautzenheiser and Angel Gonzales

Double hand transplant patient and former quadruple ampu-
tee Will Lautzenheiser was an early-career professor of film-
making in Boston before a virulent streptococcus infection
in fall 2011 necessitated amputations of all four of his limbs.
Will’s recovery process included noting and critiquing the
ways in which socialized expectations and aesthetic ideolo-
gies seemed to mediate his experience of disability in public
spaces. Will also found solace in humor: as a former English
major, Will enjoys observing the inescapable presence of
hand metaphors in the English language:
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There’s so many figures of speech and whatnot that
relate to our hands and our feet and walking or cross-
ing our fingers, or whatever.... If you don’t have
[hands and feet], you have to find a way that when
people use them, they don’t feel uncomfortable. They
just put their foot in their mouth, so to speak. See what
I mean?... You have to be able to diffuse it, otherwise
people are always going to feel awkward around you or
whatever. One way, as I said, I was an English major,
so I just thought, ‘I can use this. I love language.’

Will has even performed standup comedy in which his
jokes often moved toward the tension of his appearance by
acknowledging and commenting on his experiences as an
amputee.

Will’s partner, Angel Gonzales, is a thoughtful and reflec-
tive Brooklyn native of intimidating self-knowledge, with
an apparent talent for nurturing peace and health in chal-
lenging circumstances. Will and Angel had been dating for
a <2 years before Will’s sudden illness and the amputations
that followed from it. Angel stayed to help Will through the
healing process, and describes the decision as second nature:
“I'mnot ... interested in running away; I’m interested in the
difficult aspects, if that makes sense. The difficult to me is
more interesting. That’s ... more of my character.”

Will and Angel worked through months and years of
readjustment involving prosthetics, care assistance, and
modifications to their apartment allowing Will to perform a
range of daily tasks for himself. Life had attained a degree of
normalcy when doctors in their hometown of Boston offered
Will the opportunity to participate in an experimental double
hand transplant. Angel describes his reaction to the offer as
mixed, and in some ways he was bluntly skeptical. Growing
up in Brooklyn, Angel says, he was immediately looking for
the “catch” and describes his reservations:

For all purposes [Will was] was healthy, he just didn’t
have arms and legs. So these medications introduced
a whole new set of things that might happen which
will not necessarily facilitate /ife. You know, the skin
cancers, diabetes, you know all kinds of maybe kidney
problems—so in that sense I'm like, “You really need
to consider this.” And, I kind of, wasn’t just, jumping
on board with it, but, I was also not gonna say, “Well
you can’t have arms” you know; I wanted it to be his
decision.

Will received a double hand transplant in October 2014.

In the recovery period, Will and Angel worked diligently
to keep the hand grafts healthy. Their daily schedule, and
many aspects of their life together, had to change following
surgery. Of special concern to the couple was the tempo-
rary loss of all their work finding some equilibrium at home
between Will’s needs and Angel’s ability to offer care, since

Will’s hands would be in hard casts for months, and then
useless “dead weights” while the nerves slowly regenerated
(function for hand grafts and hand replants returns slowly
as nerves regrow, about a millimeter per day). Fortunately,
the double hand transplant has not been a problematic devel-
opment as Angel once worried; rather, the couple reports
being truly delighted by the new hands, even before they
were functional.

Both Angel and Will use the analogy of caring for an
infant to describe the early period of living with the hand
transplant. Angel said of this time that they were constantly
on guard for signs of infection and rejection, but that the
excitement of their new situation and its potential made the
uncertainty more bearable:

To me it was, I guess, the closest I’ll ever be to ...hav-
ing a child? So it was kind of like, these sort of instinc-
tual things come with it... you know [with a hand
transplant] some people suffer from pain and, you
know, stay up all night so, [Will’s transplant hands]
were very quiet babies. [Laughs.] So um, it kind of, it
came natural, in that sense? It didn’t seem foreign, you
know what I mean, that I could help them along and
try to kind of, discover or, figure out, together what
would be best and how we could help the arms grow.
It wasn’t so much like, “this is where you know you
can sense your feelings and what can we expect,” just
we’re constantly watching them ... I think when Will
has fully regained sensation, or if he fully regains sen-
sation, uh, and proprioception—so that he doesn’t have
to think about where his arms are—that will be the sort
of, the day that the baby’s grown up!

In a similar vein to the undetermined sense of value and
development that Will and Angel placed on the hand grafts,
Will describes the process of coming to know or fully own
his new hands as one of watchful awareness of emerging
significance. Morphologically, Will’s transplanted hands
have undergone subtle aesthetic transformations, and these
alterations of form and function have been the focus of much
semiotic speculation. He describes a pattern of continuous
discernment early on in which he was attempting to differ-
entiate between the physical qualities of his hands that might
be consequences of his own actions and care, versus those
that may be from the lifestyle of his donor, versus those that
might indicate underlying biological processes (including
signs of rejection and infection). Will describes his experi-
ences of coming to “own” his new hands as an emotional
and rewarding learning process:

I have a couple of scars that weren’t things I had
earned. [ saw them on the hands, and I thought, “Well,
that’s fascinating. I wonder how my donor acquired
them.” Everyone has scars on their hands, but gener-
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ally, you know where you got them. You’ve got stories
related to them, and this is one of these weird cases
where I literally don’t know where my hands have
been, which is funny.

When I was in Phoenix [giving a talk for a transplant
conference], I unwittingly learned a lot about my
donor, because I was talking as part of a panel that
presented this donor case, and I was a patient sort of
representing one of the beneficiaries. This donor actu-
ally benefited 10 different people with 11 different
organs ... One thing I learned is that my donor prac-
ticed karate, and I only imagine that maybe some of
the scars that came, I think some of the scars that came
around his hands must be from that. I don’t know, of
course, but it’s possible.

There’s an interesting transition. Several weeks after,
I noticed, of course, that the hands were rough, were
calloused, and I noticed several weeks after my trans-
plant, I was home for a while, that the skin began to
slough off my hands. The callouses began to wear
away, basically. The skin underneath was sort of fresh
and pink and soft and all this ... There are ways that
you can build strong hands, and build callouses up on
your hands, and whether [my donor] did that or not, I
don’t know. But that work was going away, and it was
represented in a more—not necessarily the hands of
an academic, because my hands weren’t all that soft, I
don’t think—I don’t know. I took that as a, “It’s okay.
It’s all right for me to think of these as mine.”

At the same time, of course, I can’t feel everything in
them yet, and the nerves are only slowly going down,
and I don’t have total appropriation in them. There’s
a lot about them that still feels not quite mine. I don’t
think I’1l ever lose—as much as they feel increasingly
like mine—I don’t think I’ll ever lose the sense that,
in a way, I owe something to someone with them. I
don’t think that’s a bad thing. That’s not negative. It
just makes me realize, it’s a reminder that I need to
be grateful, and not just for this. I'm happy with that.

Narrative 4: Dave and Karen Savage

Dave and Karen Savage live in Bay City, Michigan, near
where Dave grew up, and where they both enjoy residing in
close proximity to their extended family and adult children.
Dave describes his childhood in Michigan as peaceful and
enjoyable, drawing (for emphasis) an implicit comparison
between the values characterizing those simpler times and
our contemporary landscape: “Back then it was easy grow-
ing up. You went around, did whatever you wanted to do—if
you wanted to go out, there was nobody lurking around in
the shadows, ya know? It was a good time.”

@ Springer

Dave and Karen met in their 30’s after they had both been
married with kids of their own, and long after Dave suffered
a traumatic injury to his dominant right hand in a machine
press accident. Dave, a quiet person whose economical style
of speaking leaves some work to the listener’s imagination,
describes the accident as a “plain and simple” event result-
ing from the confluence of two factors. The first factor Dave
characterizes as material or environmental insofar as, “some
of the devices that were there for safety just weren’t on the
machine,”—a fact both Dave and the corporate insurers who
covered the accident attributed to oversights by the com-
pany Dave continued to work for the rest of his professional
career. The second factor Dave narrates as his own failings
of attention and knowledge at the time, “You’re young and
you’ve got a job and ...ya know, there are safety rules that
are involved in it and you don’t know ‘em all.”

At the time of the accident, Dave knew immediately
that his hand would have to be amputated. Dave says, “[the
machine press] just smashed it ... You could tell [my hand
was unsalvageable] just by looking at it.” Although Dave
(like many narrators) uses second person when recalling
many events, including the loss of his hand, he recounts the
time period directly after the injury in first-person terms,
emphasizing, perhaps surprisingly, the lack of disruption
to his life that the loss represented and his own agency in
managing his post-traumatic experiences. Dave says:

When I woke up after the surgery, first thing is my wife
was standing there with my draft notice. Uh, so if that
would’ve came a day earlier, the accident would’ve
never happened because I wouldn’t’ve went to work.
But then, I looked around and I seen where I was at
and I said, “I ain’t staying here.” So, ya know, I worked
a deal to get out of there and all I needed was a pair
of shoes. So my father-in-law lent me his shoes, and I
got up and walked out and went to the other hospital...
Um, like I said it’s hard to explain. I lost [my hand] in
an industrial accident and uh, life went on from there!

Dave also revealed his humor in this bit of narration.
Asked what inspired his decision to switch hospitals follow-
ing such a major, seemingly traumatic surgery, and he said:

DS: They couldn’t put me in a private or semi-private
room. They put me in a twenty bed ward. And every-
body was in that ward from crazy people on up. So, I
didn’t wanna be there.

EH: Ok, and how long were you in the second hos-
pital?

DS: The second hospital? Oh, gosh I dunno probably
about two weeks, maybe.

EH: Wow, and that was just caring for the wound itself
or did you receive other types of treatment?
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DS: Yeah, it was just caring for the wound, waiting for
all the swelling to go down, stuff like that, ya know—
the other reason I wanted to go to that hospital is
‘cause my mother worked in the kitchen.

EH: Nice.

DS: So I knew I'd eat good. (Laughing)

Dave describes life post-amputation as being much the
same as life before, with a few modifications. At the time of
his injury, Dave’s first wife was pregnant. Although he does
not indicate this special family status as a reason for want-
ing to return to work, he says that the loss of his hand did
not diminish his ability to do so, “I might’ve been off work
7, 8 months at the most? I was going crazy—I wanted to go
back to work. When they called me and asked me if I'd come
back to work, I didn’t even hesitate. I didn’t even have my
prosthetic yet, when I went back to work.”

‘When Dave and Karen met in the mid-80’s, Dave was still
using a simple cable hook prosthetic to help manage daily
tasks. He says of the device that, “sometimes it helped [and]
sometimes it got in the way.” Dave and Karen both observed
that the serious limitations of using the hook when interact-
ing with other people was the most frustrating aspect of its
manifestation as a “replacement” for his lost hand. Some-
times these interactions were upsetting and isolating. Karen
describes the feeling in sharp recollection: “Dave helped me
get off the ground a youth football program, and he was one
of the coaches. Our son [Gus] did a lot of the demonstrations
...because Dave couldn’t throw a football, or catch the ball
in a way the kids would be instructed to catch it. ... That
bothered him because he was there to be a coach and be
there to help them, and I think it bothered him a lot that the
kids would shy away.”

Although Dave was an amputee for over 30 years before
having the opportunity to participate in hand transplantation,
the long period of post-traumatic recovery and adjustment
did little to diminish his interest in being made whole again
through some kind of intervention. “[Dave] never wanted
to think of himself as being handicapped,” says Karen.
However, the loss never felt justified, and it was hard to
fully accept. Karen says, “If certain safety factors would
have been enforced—if the company would’ve done what it
should’ve done to guarantee all their workers’ safety—this
probably never would’ve happened to him. I think anybody
would resent having been pushed into working in a situation
that wasn’t safe and now he’s got to deal with it the rest of
his life.”

Dave never stopped thinking that someday—not supernat-
urally, but possibly within his lifetime—he would have two
hands again. He believed in the power of science to provide
a path to restoration. Dave says, “like one guy was trying to
figure out why certain animals could grow their limbs back.
Ya know? And thinking they could apply that to humans,

and I dunno whatever became of that.” Karen remembers
exactly when that distant possibility became a close reality:

Dave was pretty functional, but ever since day one
with me, he always said, “If there’s another way to get
another hand, I’m going to try it.” We joked about the
idea that, yeah when we get to heaven, we’re going to
have perfect bodies, God is going to give us perfect
bodies, and you’ll have your hand back, and I'll be
skinny, and we would make a joke about it. That’s kind
of how it was with us from the beginning. Then, one
night on TV they had an article about Matthew Scott
and his hand transplant, and I saw that and I looked at
Dave and his eyes were like, “Wow—I have to check
on this,” and he said to me, “How will we ever find out
about this guy? How do we do that?”

The next day, Karen says, she “got busy with the TV,
with local newspapers, and got a contact information for
the person who did the interviews, and then that person that
did the interviews gave us contact information for the hand
transplant program in Louisville.” After a long period of
evaluation and negotiation with the insurance company that
covered his initial accident, Dave was listed as an experi-
mental patient for the Louisville hand transplant program.
Jewish Hospital, which hosts the program, agreed to cover
all costs except the follow-up immunosuppression, which
Dave would have to take for the rest of his life.

Karen describes the exciting decision to try for the hand
transplant as being heavily mediated by reminders of what
could happen if the transplant went badly:

[The doctors] wanted us to be totally aware of what
it would do, what it possibly could do. It was a big
concern to the point of, ‘Maybe we shouldn’t do
this’—because maybe all these drugs are going to hurt
you in the long run, and there won’t the benefit we’re
expecting out of the transplant. The other part of it,
when you think about it, is hand transplantations—if
a person’s going in, and they’re having liver, or heart,
or lung transplants, you’ve got to have that to live. A
hand transplant is something you’re going to have to
improve your quality of life, but you can get along
without it.

Dave and Karen waited what seemed to them a long time
for a hand graft to become available. Dave says he waited
through, “like four false alarms there,” which were stressful
and discouraging. However, after the match was made and
the transplant surgery accomplished, Dave and Karen both
describe being amazed by their instant affiliation with the
new hand. Dave again emphasizes a feeling of continuity or
normalcy rather surprise or transformation on waking up
after surgery: “I didn’t feel any different. I looked down and
I saw it there, and right away ... everything was mine! Ya
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know and as far as my wife she felt the same way!” Karen
agrees, “It was immediately his hand.”

For many years, the transplant conferred both functional
and psychosocial benefits, sufficient to be worth the work
and effort needed to maintain it. Dave says, “when you first
get [a hand graft] you know it’s all great and you know, you
put all this hard work in with the physical therapy and all
that ... at first everything was great!” However, minor com-
plications and difficulty managing transplant drugs caused
more and more stress and discomfort as the years went by.
From Karen’s point of view, the changes to their quality of
life were not always good ones:

EH: How did life change after the transplant?

KS: He’s grumpier.

EH: Really?

KS: Yep. A lot of times he’s not feeling really good. I
tend to blame it on the medicine.

EH: Was it like that from the very beginning?

KS: Let’s see. It’s kind of hard for me to say because
at first, when he first had the surgery, you got your
surgery recovery time. You know, where you’re not
feeling good because you just had surgery, and all this
stuff is healing up, plus he’s on all the new medicine
where he doesn’t feel good because his stomach’s upset
from taking all this medicine. That lasts a long time.
Once the hand starts looking better, and he starts feel-
ing better, it kind of eases up, but it never goes away.

Dave acknowledges that there were numerous challenges.
In managed complication after managed complication, he
discovered firsthand that high levels of immunosuppression
would protect the graft hand but harm his own health, and
vice versa. By the time of our oral history interview approxi-
mately 10 years after his transplant surgery, Dave was easily
animated when talking about the long-term challenges of
hand transplantation, especially in terms of post-transplant
medications:

[At one point] they changed [all of my drugs]. Uh,
I started out with Prograf and Cellcept? Something
like that, and since then, they’ve taken me off Cellcept
and they put me on what’s-it-called, Rapamune. And
of course the Rapamune does the exact same thing
that the Prograf does. So they had me taking both of
them at the same time, and in the meantime the Prograf
is screwing my kidneys up, and uh—so now they’ve
taken me off the Prograf, and now I’'m on a drug they
call Myfortik. And I take that four times a day. And
then I take Rapamune. Ya know uh it’s two milligrams
a day. And I’m still on the steroids. And I was sup-
posed to be well off the steroids.

Despite a long period of satisfaction in which doing
small hobbies and having a human-looking hand conferred
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high satisfaction, over time the deteriorating quality of his
clinical relationships, personal health, and the graft itself
have soured Dave’s experience. He described several times
throughout our interview the frustration that came with not
knowing why his drug regimen was being changed or why
doctors wanted to do a particular procedure:

I mean they’ve been doing this off and on through-
out the whole, whole thing! Ya know they’d call up
and they’d change [my drugs], and uh, say you were
gonna go I for surgery or something. They’d have
you stop taking a certain drug and go back on the
other drug, ya know ‘cause one drug slows down the
healing process. Ya know and this is what I've been
trying to tell ‘em about [my damaged, bleeding] fin-
gertips! Ya know you’ve got me on a drug that slows
down the healing process! Can you just take me off
that and put me on something else for a while? And
ya know it’s just like—I get no response. That’s my
biggest frustration: I get no response. ... It got so
bad, that I went down there in June, and when we sat
down to talk, the first words out of my mouth I told
them, “I am ready for it to come off.” And I think it
just shocked them. ‘Cause all the sudden they wanted
to do this, and they wanted to do that.

Because Dave’s hand transplant came as part of a
research grant and his continued care is covered under
Louisville’s funding, if Dave wants a second opinion
at another institution, he has to pay for it out of pocket
(which he can’t do). The experientially proprietary nature
of Dave’s relationship with the Louisville program has
thus been a major source of dissatisfaction with the hand
graft that has little to do with the phenomenology of the
hand, itself (about which Dave still has positive feelings).
Dave says, “I really am I am very frustrated. ‘Cause I feel
I’'m getting no—I, I feel like I'm going backwards. You
know what I’'m saying?”

While a few of the doctors who brought Dave into the
Louisville study remain there, most have gone on to start
new reconstructive transplant programs at other institu-
tions. As we talked, it seemed that deteriorating clinical
relationships were as much a source of stress for Dave and
Karen as the complications of the hand transplant after-
care (which include, for them, yearly trips to Kentucky for
checkups, and winters spent in an RV in Arizona to protect
the hand graft from the cold). Dave frequently compared
his (more positive) experience working with the doctors
on the original Louisville team to his experiences working
with newer, in his opinion more aggressively experimen-
tal, doctors. Karen has a similar outlook:

The treatment that Dave got at that beginning, right
after his surgery with that particular team of doctors
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and nurses was most excellent. You couldn’t ask for a
better group of people. As time has gone by, a couple
of the doctors have left the program, and each time one
of the doctors leave ... Each time one of the doctors
leaves, the new doctors coming on board, it seems like
they don’t have the ownership of the program that the
previous doctor did.

Ultimately, Karen says, she would not want Dave to
choose the hand transplant if given the choice to make over
again. At this time, Dave still has his hand graft although
the function and appearance of the hand have gone down
dramatically. He says, “if I could work my hand, the way I
should be working it, I could probably get 50-55% function
out of it. Ya know, but the way it sits right now, basically all
I can do is hold something between my thumb and finger.
My index finger. That’s it! Somebody hands me a receipt I
can grab it—well heck, I could do that with a hook!”

It is unclear what kind of exit strategy has been prepared
for Dave and Karen by the Louisville hand transplant team.
Although Dave’s hand graft has been described as in a state
of non-salvageable, slowly progressing “chronic rejection,”
and although he has been recently diagnosed with metastatic
squamous cell carcinoma,” diabetes and kidney problems
that are complicated by his immunosuppression, Dave is
deeply conflicted about the idea of losing the hand graft.
In scientific presentations to the VCA community, Dave’s
doctors say that they want to respect his wishes in terms of
keeping the graft as long as possible because “he is attached
to it.”

Narrative 5: Joe Kinan and Carrie Pratt

Joe Kinan and Carrie Pratt are a strongly committed, seem-
ingly truly cohesive, couple who met many years ago at an
international conference for burn survivors. Carrie, a native
of Ferndale Washington with an easygoing demeanor and
sharp powers of observation, suffered a serious burn injury
when she was just a baby and has been attending support
groups for burn survivors most of her life. Joe, a victim of
the infamous 2003 Station Nightclub fire in New Jersey,
and a soft-spoken person of remarkable willpower, is now
the first hand transplant recipient at Massachusetts General
Hospital’s emerging VCA program.

Carrie’s description of her early life highlights her strong
sense of independence and self-knowledge following a child-
hood in which bullying was an occasional feature. “I always

2 As reported by Louisville team member Tuna Ozyurekoglu on
Thursday, November 15th 2018 at the 6th biennial American Society
for Reconstructive Transplantation (ASRT) meeting: http://www.a-s-
r-t.com/2final2018MeetingProgramScheduleweb.pdf; confirmed via
email 27 November 2018.

wanted to be a nurse. But, uh, the 4 years in college was
more than I could stomach. After not enjoying high school
too much. I just had a different learning style, and I was told
in college it would be different but I just...wasn’t willing
to give it a try—I wanted to start working right away, so, I
passed on that and went to beauty school instead.” Joe who
made his career in men’s clothing before the fire, like Carrie,
found work gratifying and a source of independence.

The couple met approximately 10 years before their inter-
view. Carrie describes that time period and the importance
of the community that brought them together:

I was, um, in a bad marriage at the time, and my hus-
band was also a burn survivor, and so the first year
I came to World Burn was an extremely emotional
experience for me. Just because of where my life was
at home and just meeting all of these amazing people,
strong amazing people, and Joe was, in the group with
so many other new faces and he was just, um, happy go
lucky and joking... I just thought, “This guy must have
been through hell, and he’s been through so much, and
he—he still has this light about him and he’s still so
positive.” Um, and we became friends after that con-
ference. We didn’t talk a whole lot but we would email
a couple times during the year, and then we would see
each other at the conferences during the year, and over
the years of our friendship we would talk more often.
Once I got divorced, he kind of became my sounding
board for everything I had been through and, you know
because he wasn’t a big talker, he listened, which was
really nice to have somebody listen, and not judge you.
So. And it wasn’t until—we were in Galveston Texas,
five, it’ll be five years ago this October—uh, at a con-
ference, that, something was just different between us.
And I’d been divorced for, a year and um, we decided
that we would have a long-distance relationship which
was a little scary but, we made it work. Yeah, so we’ve
been friends for nine, going on nine years, I think.

At some point during the development of his friendship
with Carrie, Joe’s plastic surgeon in Boston introduced to
him the idea of hand transplantation and invited him to con-
sider being evaluated for their program. Because the extent
of Joe’s burn injuries caused the loss of all of his fingers, at
that time Joe was able to do very little for himself: “I figured
out how to get myself a glass of water. Just little things. I
did eventually get a device, I made it myself actually with a
friend of mine, that did work good in order to hold a fork so
that I could feed myself. But getting dressed was an obstacle,
shoes, pretty much everything. I did figure out how to hold
my toothbrush...”

After being offered the possibility of a hand transplant,
Joe says, “I went home and thought about it and I called Car-
rie, who was just my friend at the time, and asked her what
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she thought about it. Then after her conversation I thought
about it some more, ‘Do I want to be on medicine for the rest
of my life?’, things of that nature.” Carrie says that the idea
of constant medications and threat of illness was hard to get
used to, especially for Joe:

[With a hand transplant] you’re making a perfectly
healthy person, deathly ill—you’re turning them into
a cancer patient essentially. With zero immune system
and 75 pills a day. ...Joe’s never been drunk in his life,
he’s never taken illegal drugs, he’s never been high,
never smoked a cigarette, like he was straight as an
arrow, clean. When it came to bodybuilding the only
supplement he ever took was protein powder. ... As far
as taking all that medicine after the transplant, I would
say, there was never concern of addiction, you know
I was forcing him into taking more [pain medication]
towards the end, because I could see him wincing, 1
could see him, almost overdoing it in his OT. So I was
pushing him to continue and he would say, “No I’ve
had enough I’'m done with this [opioid] I want to get
off of it” so I kept him on it as long as I could. Then
once he got off it he truly felt everything. 100 percent.
And, I guess he wanted that—he wanted to know what
was working and what wasn’t.

After the hand transplant, Joe and Carrie say they pur-
posely remained in state of watchful awareness rather than
emotional investment. Carrie describes that time:

We really didn’t have any expectations which, I think,
is a good thing. I kind of compare it to, you know when
you have a new baby you are hoping that it’s healthy,
and that you don’t have any health issues, and that your
child’s gonna be different than any other child. What-
ever that is, um—but you can’t expect your kid to be
born, and to be a certain way that you have imagined
in your head, and I guess that’s kind of what we did
with his hand. He got this hand, and it was—a hope—
that he would be able to do things that he couldn’t do
with the stump that he was left with. And none of it
was immediate, at first the biggest milestone was being
able to pick up a marble, um, and that was like two
months in. And that was a huge deal.

According to both narrators, there was a long and surpris-
ingly arduous period of adjustment before Joe got any real
function and benefit out of the graft hand. Carrie says, “I
would say the first 3 months were pure hell. It was...hor-
rible. Um, and if that was something—that somebody could
have told us before the transplant I think it would have made
the transition a little easier? But nobody knew.” Along with
grueling therapy and nerve pain, Joe endured near-constant
vomiting and nausea for over a year before his body adjusted
to the medications.
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One interesting and especially rare outcome of the hand
transplant for Joe and Carrie is the rich familial relationship
they have developed with the family who donated Joe’s graft
hand. Because Joe and Carrie’s donor was a high school
senior who died in a freak accident, it was easy for them
to triangulate between demographic information they were
given about the hand donor and the local news covering
the tragic death. When Joe and Carrie first met the family,
Joe says their connection was, “strange in a good way.” He
explains that it, “Seemed like friends that you hadn’t seen
for a bunch of years. We sat down and started talking. ...I
didn’t know what to expect and I wasn’t trying to expect too
much. Since then they have asked and we’ve accepted that
[our newborn daughter] Hadley—if she could be considered
their granddaughter—because her son’s hand is on me so his
DNA is inside of me now. They asked if she could be part
of the family.”

Although it may seem surprising to outsiders, phenom-
enologically and biologically Joe and Carrie say it makes
sense for the donor family to participate in their life in this
intimate way. Carrie explains their connection in strongly
affective language:

We know in our minds that having this hand on his
body had nothing to do with [our getting pregnant]
because all the transplant medication Joe was tak-
ing should have, for all intents and purposes, made
him sterile—even if he hadn’t had a vasectomy. But
it didn’t. Um, so like, I've said, and Mary [the donor’s
mother] says it too—it’s like this little person is sup-
posed to be here. We don’t know for what reason, but
um, it makes Mary feel better to think that Troy had
something to do with it. It’s not like, Joe took on Troy’s
DNA profile because he didn’t. But, there’s some part
of Troy in Joe that’s now Joe. The hand belongs to
Joe, it’s his hand, um—but I think it makes Mary feel
better, thinking that there’s some part of Troy... in
Hadley. And when we told [our doctor] this he kind of
laughed and he said hey, “Anything’s possible.” You
know? Not that it’s her biological grandchild by any
means. But, um, that we don’t know if we would have
had her before. So, anything’s possible, but she feels
like this—this is her grandchild and we’re perfectly
fine with that. We love them to pieces, we absolutely
love spending time with them, we were at their house
last weekend, um—there was a big memorial softball
tournament in Troy’s memory and so Joe along with
the family got to throw out the first pitch. Troy used to
be the pitcher, at his high school, so... that was really
special for all of his friends to see, and all of his fam-
ily, and, for his parents most of all, to see, um, Troy’s
hand doing what it used to do, which is, pitching,
which ... was pretty cool.
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Joe and Carrie are still navigating together the many
challenges and opportunities of human hand transplanta-
tion. When asked what, if anything, they would change or
do differently given the opportunity, Carrie says her only
regret so far is the lack of accurate expectations she and
Joe had regarding the intense difficulty of the early post-
operative period. In some ways the incongruity between
their imagination of life after hand transplantation and its
exhausting reality was unavoidable given the lack of peer
mediated education regarding what to expect. Carrie says,
“I wish there would have been resources for us. I wish there
would’ve been—Ilike a book, or a piece of paper that was
given to us that said, ‘Here’s a list of transplant patients and
their significant other, that would be happy to talk to you.””
Carrie concludes that having a lot of time to ponder the con-
sequences was an important aspect of the process for this
reason: “I’m glad it took a whole year for us to get through
the process ... I think that would be one of the things I would
tell patients is, ‘Don’t’ be afraid to ask every question that’s
on your mind.””

Understanding quality of life
through patient narratives of HTX: ethically
relevant themes

Imagining what a hand transplant will be like, and what it
will represent in terms of a change to the life course of a per-
son and their family—including aspects of lifestyle, value,
and identity—is a process requiring several intertwining ave-
nues of deep concern. Patients and caregivers must work to
discern whether a hand transplant will be affordable for their
family and whether the biological risks (including lifelong
reliance on and weakness from toxic immunosuppressive
drugs, surgical complications, and possible graft-related ill-
ness) will be worth the psychosocial benefits that (may or
may not) follow as a result of the hand transplant. For bilat-
eral amputees, the calculus is especially precarious: if the
transplant fails, they could lose valuable time learning how
to use a prosthetic, or they could be set back in their ability
to wear a prosthetic for months or years (due to an additional
healing period before getting fitted for a second one).

In this final section we offer three thematic observations
from the above stories—with commentary on their relevance
to the bioethical challenges of determining quality of life
effects in HTX. Our first annotation to the above narrative
summaries is the idea that in hand transplantation, com-
pliance is a collective achievement of medical providers,
caregivers, and patients rather than the sole burden of the
hand graft recipient. Our second is that the goals of a hand
transplant are emergent, not predetermined; patients do not
reach a discreet destination or point of full recovery, but will

rather see gains and losses in psychosocial and manual func-
tion over time due to complications from drugs, rejection
episodes, or the limitations of the post-transplant lifestyle.
Finally, from patient descriptions of their expectations and
their feelings about what happened, we observe that success
in hand transplantation begins at a patient family’s concep-
tion of possible outcomes and the relevance of returnable
functions to their evolving goals in life.

“Compliance” is a collective achievement

Researchers in the field of hand transplantation make much
of the process of patient selection and the need for strict
adherence to immunological protocols and hand therapy
guidelines (Cendales 2011; Errico et al. 2012; Breidenbach
et al. 2016). However, there has been little work to under-
stand longitudinal compliance and its challenges from the
viewpoint of patients and their caregivers who carry out the
work from day to day (Jowsey-Gregoire and Kumnig 2016).
As Angel Gonzales describes in his oral history interview:

[My partner’s arms]...were basically dead weights,
in these casts, and swollen and just, needed constant
maintenance—you know, we had to unwrap the arms,
wrap the arms, uh, multiple times a day, massage them,
work them out it was just a regime of things that, basi-
cally by the end of the day you were glad that the day
was over!

In addition to engaging in hand therapy and medication
management for the rest of their lives or the lifespan of the
graft, patients and their caregivers must perform the real
work of forging and maintaining the relationships that make
hand transplants possible. From the start, hand transplants
involve a host of actors and actants—a huge network of
laborers are needed not only to organize and perform the
transplant medically, but also to help the patient care for
the hand graft, to guard against outside threats, to interpret
signs (e.g., of infection or progress), and to help shape new
meanings in response to contingencies.

In hand transplantation, for almost all aspects of the prep-
aration, surgery, and aftercare, as the saying goes, “it takes a
village.” In their seminal (1977) book on architectural evolu-
tion and livability, A Pattern Language: Towns, Buildings,
Construction, authors Christopher Alexander, Sara Ishikawa
and Murray Silverstein write, “[W]hen you build a thing you
cannot merely build that thing in isolation, but must also
repair the world around it, and within it, so that the larger
world at that one place becomes more coherent, and more
whole; and the thing which you make takes its place in the
web of nature, as you make it” [24, p. xiii]. We believe hand
transplant programs could and should do more to prepare
whole families for a hand transplant. For communicative
efficiency if not longitudinal “success,” the people involved
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should feel that they are in a safe and supportive environ-
ment for discussing their hopes, concerns, and evolving
needs with regard to the hand transplant. Because highly
involved caregivers have provided critical support to medica-
tion and therapy adherence efforts in many cases, they may
also benefit from individual attention from behavioral health
staff at follow up appointments.

The definition of success in hand transplantation
is emergent, not predetermined

Regardless of how candidates might envision an intervention
like hand transplantation in terms of restoring their qual-
ity of life or a specific function, outcomes in this field will
always be a complicated palimpsest of pre-existing associa-
tions and novel, as-yet-uncategorized sensations. For this
reason, anticipating that a hand transplant will allow for the
return of a particular lifestyle or vocation is not only imprac-
tical, it may be a dangerous recipe for disappointment. In our
opinion, when assessing quality of life outcomes, “patient-
centered” means “patient-defined”—even if the imperfect,
intuitive definitions given by patients means working with
a vocabulary that is possibly resistant to standardization.
When physicians create opportunities and also frame how
those opportunities will be managed and assessed, profes-
sional considerations in the literature may travel farther and
farther from the site of the patient’s and their family’s ever-
evolving needs in relation to their own health, the health of
the hand graft, and the health of their relationship with care
providers.

Software engineers are familiar with the problem of over-
determination of methods and endpoints in designing and
implementing new technologies. The following passage
from a paper describing parallels between engineering and
evolutionary biology sketches concepts that are relevant, we
think, to the unfolding contingent, iterative, and enmeshed
technologies of hand transplantation:

[W]hile human engineers are certainly goal oriented
in the short run and nature is not, their guesses as to
what a new device might eventually be used for often
fall flat ... adherence to a strict linear approach to
design has often been identified as the key reason for
the frequent failure of large-scale software projects,
which some estimates put at over 50% of projects. It is
common, for example, for precise requirements to be
unclear at the beginning of a project, and many com-
plex design problems often don’t come into view prior
to implementation (Calcott et al. 2015).

This description of an “iterative” design process in highly
interactive technological disciplines is similar to challenges
associated with demanding, constantly unfolding, medical
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interventions like hand transplantation. Extensive follow up
is needed to understand this point in terms of its implications
for hand transplant guidelines; our conclusion, below, offers
preliminary extension and application.

Success begins at conception

In the above narratives, patients described hand transplant
successes and their level of satisfaction in relation to what
they had conceived, prior to transplantation, as likely desir-
able outcomes. For example, a powerful yet erroneous con-
jecture about what kind of life would be possible with a
new hand seems to have led to eventual dissatisfaction and
disaffiliation in the case of Rich Edwards. Similarly, another
recipient interviewed for the oral history project describes
having hoped to regain a combat role in the military after
hand transplant; failing this outcome, he stopped going to
hand therapy every day and eventually requested re-ampu-
tation of the graft.His transplanted hands, like Rich’s, were
unable to take on new meanings after years of grueling
therapy did not afford the hoped-for outcome. The semiotic
calcification of the transplant as “unsuccessful” in a specific
endeavor led to severe negative sequelae (depression and
suicide) for Rich Edwards and to graft loss for this other
recipient.

As Carrie Pratt notes above, having time to imagine all
the possible outcomes of hand transplantation, and the chal-
lenges associated with them, was a helpful part of the prepa-
ration process. An expanded version of her comment sheds
light on why a presumable barrier to hand transplantation
(the long evaluation process) might actually be a facet of
successful HTX procedures:

I’m glad it took a whole year for us to get through
the [evaluation] process. Um, being able to ask ques-
tions that we thought were pertinent to the surgery...
The one thing that we did hold back on was—and Joe
expressed this to me later—was, ‘I’m afraid to ask too
many questions because I'm afraid they’re gonna say,
we changed our minds, you’re not a good candidate
for this.’

Carrie along with many other narrators in the oral history
project expressed a sense of frustration regarding the gap
between how difficult they imagined the transplant recovery
process being and how difficult it actually was (hard to the
point of unmanageable). Patients who had significant nerve
pain, who were sick for months on end, or who struggled to
keep up with the drugs and daily hand therapy relied greatly
on the support of partners, friends, and other support net-
works. An additional point meriting consideration in this
quote is the extent to which the idea of an “ideal patient
candidate” could impact the consent process for these sur-
geries (Taylor-Alexander 2014). In cases where patients are
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evaluated and must prove themselves worthy of an inter-
vention, they may be afraid to ask all the questions that
they feel are important prior to signing consent forms (see
Parker 1995, pp. 196-197). This effect may be heightened
in experimental scenarios where “gatekeeping” mechanisms
are particularly visible and accepted.

Based on our analysis of themes of expectation and
reality in hand transplant oral histories, more research is
needed to identify methods to help patients and their car-
egivers develop and maintain a more flexible or responsive
set of goals for life-long productive participation. Because
a hand transplant is constantly evolving and there are no
guarantees at the outset of the process, we believe patients
and caregivers who adopt an “open-ended” concept of what
the new hand will or can mean in their lives may fare bet-
ter after hand transplantation than those who desire a spe-
cific functional or occupational outcome in return for their
efforts. Thus, providers who take extra steps in the selection
and preparation process to “paint a picture” of day-to-day
contingencies (in addition to discussing risks statistically),
could not only better inform the informed consent process,
but also help to lay valuable groundwork for patients and
their caregivers as they navigate good and bad days after
surgery. Further research might investigate whether other
fields of medicine (such as obstetrics, genetic counseling,
or marriage and family therapy) possess conversational or
conceptual preparation tools that are inclusive of partners
and that facilitate open-ended goal-setting; perhaps such
tools could be adapted as guides for pre-operative discus-
sions with hand transplant candidates.

Narrating the future of hand transplants
and VCA

In conclusion, patient-centered policies and procedures in
hand transplantation cannot be developed without access
to qualitative data which take into account the large-scale
impact of these surgeries on patients’ lives. The ethical
dimensions of our argument are significant and urgent.
The hand transplant field has evolved and expanded rapidly
without robust knowledge of what has happened to, or is
going on with, existing patients. The exceptionally limited
number of recipients (N < 100) means the hand transplant
field suffers from shortage of data as a fundamental problem.
This limited quantity of data, as well as the heterogeneity
of the patient population and disparate protocols among
HTX programs internationally, intensify the necessity for
experimental groups to be as thorough, prompt, and accurate
as possible when publishing results. While scientific data,
abstracted from events of interest in the form of preselected
fields, summarizing figures, and other systems of statistical
representation can be powerfully descriptive for experts and

informed third-party audiences, only patient stories travel
between different registers of expertise and experience to
give insight beyond the scientifically defined variables of
interest.

Despite the variation in the above narratives, indeed per-
haps because of that variation, examination of the experi-
ence of living with transplanted hands can inform clinicians’,
patients’, and policy makers’ evaluation of the risks and
potential benefits of these procedures. As bioethicist Paul
D. Simmons wrote in the early years of hand transplantation,
“The benefits of [VCA] do not lend themselves to quantifica-
tion... [Patients] speak from experience on weighty matters
of importance to them that relate to relations with loved
ones, intensely personal losses and a sense of what is worth it
when an opportunity for restoration presents itself...” (Sim-
mons 2000). The hand transplant narratives interpreted in
this paper demonstrate the relevance and usefulness of nar-
rative accounts to the clinical process. As medical humani-
ties researchers Valerie Kalitzkus and Peter F. Matthiessen
argue, “Because the language and lifeworld of patients and
physicians can be so far apart, it might be helpful to have an
intermediary... [or a] ... facilitator between the physician’s
and the patient’s world” (2009, p. 85). As intermediaries or
interpreter of patient experiences in hand transplantation, we
think analysis of oral histories is an apt method for interpret-
ing first-person experience, especially given its framing of
the object of concern within the life narrative of the recipient
or caregiver (rather than as an event occurring as part of the
larger story of transplantation or medical science). Ideally
for these highly cooperative, dynamic interventions, a more
observationally rich ethnographic methodology incorporat-
ing firsthand observations on patient and family routines
for care would be most revealing. However, Kalitzkus and
Matthiessen also note the time-consuming nature of even
the most basic narrative inquiry in medicine (2009, p. 86),
so more robustly experiential research may be difficult to
support.

Recognizing the range of meanings and values attrib-
uted to a hand transplant, and the new sources of mean-
ing and value afforded by a hand transplant in the lives of
recipients and their families, enables diverse stakeholders
to understand how very personal, subjective factors must be
accommodated in quality of life assessments both prospec-
tively and post-transplant. In addition to calling for greater
utilization of narrative methods in the hand transplant field,
we recommend sustained discussion of the ethics of repre-
sentation itself, not only in hand transplantation, but also
in other fields of medicine where calls to innovate must be
weighed against patients’ interests in pursuing other options.
Physicians and ethicists working to improve the process
of hand transplantation operate blindly when they cannot
accurately envision the factors contributing to past suc-
cesses and failures; qualitative and quantitative approaches

@ Springer



E. R. Herrington, L. S. Parker

are needed to understand outcomes in this and other fields
of transplantation (Shildrick et al. 2017). Of course, if nar-
rative or other phenomenologically oriented methods are to
be deployed more systematically across the hand transplant
field, patients should have a say in determining how their
feelings and experiences are emphasized in medical rep-
resentations and how their personal reflections are “sliced
and diced” so to speak, as data. Thus, in closing we suggest
that more research on the ethics of representing others in
academic medical journals (either as persons or as abstrac-
tions) is needed.
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