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Thriving in Adversity

Psychotherapeutic Experiences in a Bone Marrow

Transplant Unit

CURTIS SHELDON

Abstract: This article is intended to highlight the unique vulnerability associated with a
severe medical illness. It outlines important considerations that are relevant to patients but
perhaps especially relevant to medical providers. There are many factors that contribute to
recovery from a life-threatening illness. Essential, but underestimated, factors include (1) a
vision for what the meaning of your life can be; (2) simple and unexpected acts of kindness
that underscore the commitment of your providers to your well-being; and (3) the character
of providers and the culture of the institution, which vary tremendously and are palpable

to the patient.
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The Story of My Illness

I am a pediatric urologic surgeon who
came to work one morning to perform
a renal transplant only to realize that I
was, myself, ill. It was a typical Tuesday
morning, the day of the week I always
reserved for urinary and pelvic recon-
struction in children with renal insuffi-
ciency. On this day I was scheduled to
perform a living related donor trans-
plant in a child I had been following for
years. Despite my commitment to this
child and family, I arranged for another
surgeon to take my place, as my fever
and fatigue would prohibit me from
operating safely.
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I called my wife, Maureen, and
together we went to see my primary
physician. He ordered a chest X ray and
blood work and indicated that he would
call me with the results. We went home
to await his call. That call was devastat-
ing. My hemoglobin level was half of
what was normal, and my white blood
cell count (neutrophil) was danger-
ously low. My wife called a dear friend,
Cindy, who happened to be an oncol-
ogy nurse. It was her day off, so she
drove to our house to take us to the
oncology unit where she worked. Before
this day would end, I would receive a
bone marrow biopsy and be given a
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preliminary diagnosis of leukemia. I was
reassured that I was most likely suffering
from chronic myelogenous leukemia, a
relatively indolent form of leukemia
that can often be managed without a
major disruption of one’s life. I was
given an appointment to return the next
day to receive two units of blood and to
confirm the biopsy result.

With a degree of cautious optimism,
my wife and I returned home to gather
our thoughts. When we returned for
our appointment, I could sense an air of
unease—that unease so often expressed
by reluctance to fully engage the eyes
upon greeting. As I was placed into an
exam room, I was told that I would be
seeing a different oncologist from the
one that I had seen the day prior, the
one who specialized in leukemia.
“Not good,” I thought. I was informed
that I would receive a blood transfu-
sion and be admitted for induction
chemotherapy—my diagnosis was now
acute myelogenous leukemia (AML).
In just 24 hours, my life was forever
altered. The prior week I was at the
peak of my surgical career, with national
prominence in my field of practice, but
that day I'was ... ”Who am I? Who am
I now?” I wondered.

An intravenous line was placed, and
a blood transfusion begun. My wife
was escorted into the hallway as she
collapsed in despair. I asked those who
remained to allow me a few minutes
alone. I watched as the blood progressed
from the bag to the line and then
entered my body—the body that had
been, until now, so reliable, so seem-
ingly indestructible. It seemed so inva-
sive, so violating, so desecrating. I cried,
almost uncontrollably. “When was the
last time I cried?” I asked myself. I
couldn’t even remember. I was to be
admitted upstairs to the oncology unit.
So I had to gather my composure; I
couldn’t let my family see me like this.
As Iwas wheeled to my room, we passed
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other patients who were further along
in their journey. Some were obviously
weak, requiring assistance with ambu-
lation. Others had those sparse, patchy
remnants of hair. It occurred to me that
they represented my future.

The first order of business was place-
ment of a central line. No problem: I had
placed hundreds of these myself and
knew exactly what to expect. But then
came the chemotherapy. I was mostly
prepared for what was to come—the
nausea and vomiting and the strict pro-
tective isolation with very restricted
visitation: no flowers, no raw fruits, and
no vegetables. Visitors would require a
mask and gown. My wife was my life-
line. She brought in a mattress, moved
the furniture in the room aside, and
slept every night in my hospital room.
She almost never left. Sometimes she
would lie beside me in my hospital bed,
and we would find comfort in each oth-
er’s arms. I had so very much to live for.

As 1 was dealing with the side effects
of chemotherapy, the genetic markers
of my malignancy began to return from
the laboratory; slowly, progressively,
one or two each day. Each one would
portend a worse prognosis than the last.
My oncologist was the kindest and most
gentle physician I had ever experienced.
I remember him sitting with my wife
and me, detailing the significance of my
tests. I learned that if I were to have any
chance of survival I would require a
bone marrow transplant. Because of the
poor prognosis, it would be a compli-
cated transplant, and I could not be
treated locally—meaning that I would
have to leave my family. As it turned out,
transferring to another facility would
not be as smooth as I had anticipated.
In the days preceding the transfer, I
developed sepsis with high fever, accom-
panied by what by then was decidedly
less tolerable: nausea and vomiting.
My endurance was exhausted. I became
unstable and required an air ambulance
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transport to the chosen cancer center,
an institution that was several states
away.

As we left the hospital, one of my
most vivid memories was being wheeled
through the lobby of the hospital to the
car that was to take me to the airport.
Alarge crowd of friends and colleagues
had assembled to send their love. As 1
passed through the crowd, these friends,
surrounding me on each side, were
wishing me their best and offering up
their thoughts and prayers. By this time
I was becoming disoriented, but I could
recognize something, something in their
eyes: “They don’t think I'm coming
back!” I thought.

Accompanied by my wife, children,
and Cindy, we flew cross-country toward
our destination. The flight seemed so
long and so cold. Little did I know that
I was to feel cold, literally, for the next
two years, due to profound loss of
weight. Once the plane landed, I was
immediately transported to the emer-
gency department. There were no beds
available; the hospital was running at
110 percent capacity. The first night I
would spend tucked away in a small
alcove of the emergency department,
with Maureen and Cindy sleeping on a
couple of very small and very uncom-
fortable chairs.

Finally, a room became available, and
I could hear my nurse calling in a report
to the nurse who was going to receive
me in the new unit. “He’s a surgeon
from Ohio,” she said, and added, after a
pregnant pause: “No, this one seems to
be quite nice.” I was sent to the X-ray
suite, for a CT scan of the head and
chest, on my way up to the room. In the
confines of the scanner, I developed
sudden and massive emesis. I struggled
to get my mask off my face, but it was
too late—I had aspirated. I was evacu-
ated from the scanner, suctioned, and
cleaned up. I seemed to be okay. Over
the next several hours, however, my

condition worsened, and I was trans-
ferred to the intensive care unit.

I was by then very hypotensive and
was placed on vasopressors. I was devel-
oping multisystem organ failure from
sepsis. I was essentially unable to con-
verse, but I could make out some of the
conversations that were going on around
me. They were explaining to my wife
that they couldn’t intubate me because
patients with white counts as low as
mine basically never survive on ventila-
tion. Instead, they were able to support
me with a BiPAP mask and 100 percent
oxygen. The head of my bed was raised
as high as it would go. “His chest X ray
is a white out,” I heard. “What?” 1
thought. I was now sulfficiently aroused
that I could ask to see my X ray. They
pulled a computer screen to my bedside
and pulled up my chest film. I couldn’t
see it; I needed my glasses. I remember
trying to put them on my head, but
there was no way that they would fit
with the BiPAP mask in place. I folded
my glasses so that I could hold one lens
up to one eye in order to see the screen.
Both of my lung fields were completely
opacified, with the exception of a tiny
crescent at the very top of each lung.
“My God,” I thought. “Is that me?”
Over the next several hours I would
fade in and out of consciousness. “My
bed is moving,” I thought. “I am being
taken down endless corridors with
strange lights and very odd, distorted
walls. No, I'm hallucinating.”

Surprisingly, over the next week, I
slowly began to recover from my multi-
system organ failure. More surprisingly,
my neutrophil count began to gradually
improve. I would ultimately be found
to be in a short-lived remission. This
would buy me sufficient time to gain
enough strength to undergo a bone mar-
row transplant. I received a matched
unrelated donor bone marrow trans-
plant that would prove to be successful.
The transplant process required greater
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endurance than anything I had ever
encountered. Once again I struggled
with nausea and vomiting, much more
intense than what I had experienced
earlier. I also experienced intense and
protracted pain, with the develop-
ment of mucositis and viral cystitis.
Unexpectedly, however, the greatest
drain on my endurance was the emaci-
ation associated with this entire process.
I'had severe anorexia and lost 40 pounds
in weight. I was always cold, so cold
that I would dread my daily shower,
which was pure torture. Even walking
would prove difficult, and for a time I
required tremendous assistance with
ambulation. I would be placed in a har-
ness with handles in order to allow
assistants to support my weight. The
nights were long and lonely. There were
screams from other patients who were
in fear or in pain. The little sleep I was
able to get was regularly interrupted by
the piercing sound of alarms.

As I lay awake my thoughts would
repeatedly—no, constantly—return to
the same questions: Why? What about
my family? Had I done enough to pro-
vide for them in my absence? Why me?
Why now? How could this have hap-
pened at the very peak of my career?
A few short weeks ago my career repre-
sented an important and unique contri-
bution, both regionally and nationally.
Would I ever contribute again? Would I
ever be relevant again? Who am I? Who
aml...now?

Edmund Pellegrino has so accurately
described the fact of illness as severe vul-
nerability, a state of wounded humanity.!
He defines humanity according to three
concepts:

1) Freedom of action: Of course, the
body is the means of this action,
and mine just wasn’t working.

2) Freedom to make rational choices: Even
with a very substantial amount of
background medical knowledge,

116

my illness involved concepts with
which I was incompletely familiar.
Further, my mind wasn’t as clear
as I was used to it being. I had to
rely on others, much more than
I could have anticipated, for the
choices that I made.

3) Freedom from the power of others: 1
was, in all reality, completely at the
mercy of the integrity, competence,
and motivations of others.

As fate would have it, I survived. I
returned home, and with great effort
directed at exercise and attitude, I con-
tinued to progress until I had almost
attained my baseline strength and stam-
ina. Eight months after my release, a
routine follow-up bone marrow biopsy
revealed equivocal results. I would have
to wait several days for the result of
more sophisticated tests on the biopsy.
When the call came, it was devastating—
I had relapsed. I could barely remain
standing. They offered me two choices:
(1) a repeat bone marrow transplant or
(2) forgoing treatment and letting the
malignancy take its course. I was so
conflicted. I wanted very much to live
but could not imagine going through
another transplant. I sought the advice
of a close friend and colleague with
whom I had worked essentially my
entire career. The decision was impos-
sible, even with all the help I could mus-
ter. Ultimately, I convened my entire
family, and my wife and I presented the
dilemma to our children. I indicated
that, after a great deal of thought, I had
decided to forgo a second transplant, as
the first had been so disruptive to my
family, and because the chance of sur-
vival was so low. Our children were out-
raged with this decision. My youngest
son responded: “You won’t know what I
become.” I was sufficiently moved that I
immediately got up, packed my suitcase,
and once again my wife and I made our
way to the cancer center.


https://doi.org/10.1017/S0963180115000365

https://doi.org/10.1017/50963180115000365 Published online by Cambridge University Press

Pathographies: Voices of Illness

As it happened, a procedure that was
in its infancy at the time of my first
transplant had become more generally
available. This was what was referred
to as a haplotype-matched bone marrow
transplant. This would originate from
one of my children. They were all tested,
and one, my youngest son, was found
to have natural killer T cells that were
mismatched for antigens on the cell
surface of my malignant cells. Again,
I received ablative chemotherapy. My
son had his bone marrow harvested,
and at the appropriate time his marrow
was infused into my bloodstream. For a
time, I received immunosuppression to
prevent graft-versus-host disease. I was
again cast into that intensive struggle of
nausea, vomiting, pain, and emaciation.
The graft took perfectly, and ultimately
I recovered. I am now almost five years
out from transplant with no evidence of
disease. Although my strength and stam-
ina have returned to near normal, I have
been unable to return to my practice
because of the risk of exposure to all of
the viruses in the pediatric population
that I had served. Further, I have pain-
ful peripheral neuropathy in my feet,
eliminating my capacity to stand through-
out the long surgeries that my practice
entailed.

What I Have Learned

What have I learned in this life-altering
process? I have learned about mean-
ing, kindness, and the vast differences
(greater than I could ever have imag-
ined) in quality among providers and
hospitals.

Meaning

I received a great deal of solace from
Viktor Frankl’s The Will to Meaning,?
which I brought with me, and from the
work of his student, Alex Pattakos, spe-
cifically, Prisoners of Our Thoughts,® which

I purchased during my illness. These
works spoke so clearly to the sense of
vulnerability that overwhelmed me.
“How many opportunities,” I wondered,
“had I missed to help my patients and
their families negotiate their crises?”
Specifically, Frankl’s concept regarding
the critical importance of nurturing one’s
attitude during such times was instru-
mental. His concept is that between any
situation and our response to that situ-
ation there is a gap. In this gap we have
the unique capacity to make choices.
Specifically, we find in this gap our free-
dom to will and our will to meaning.
Frankl notes that “a man who becomes
conscious of the responsibility he bears
toward a human being who affection-
ately waits for him, or to an unfinished
work, will never be able to throw away
his life. He knows the ‘why’ for his exis-
tence, and he will be able to bear almost
any ‘how.””4 Pattakos presented seven
exercises to help unlock a mind so
encumbered by such vulnerability. I
practiced each one, as I knew that my
attitude would be pivotal as to whether
I lived or died. He stated that “when
we choose our attitude in light of what
I'would call true optimism, we actually
make three choices: (1) We choose a
positive attitude about the situation
at hand. (2) We choose an attitude that
supports a form of creative visualization
about what’s possible. (3) We choose an
attitude that generates passion for the
action that makes the possible become
a reality.”®

I focused on one of Frankl’s gripping
stories regarding his time as a prisoner
of war in a Nazi concentration camp:

I repeatedly tried to distance myself
from the misery that surrounded me
by externalizing it. I remember march-
ing one morning from the camp to the
worksite, hardly able to bear the hun-
ger, the cold, and the pain of my fro-
zen and festering feet, so swollen from
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hunger-edema and squeezed into my
shoes. My situation seemed bleak, even
hopeless. Then I imagined that I stood
at the lectern in a large, beautiful,
warm and bright hall. I was about to
give a lecture to an interested audience
on the “Psychotherapeutic Experiences
in a Concentration Camp.” In that
imaginary lecture, I reported the things
that I am now living through. Believe
me, ladies and gentlemen, at that
moment I could not dare to hope that
someday it would be my good fortune
to actually give such a lecture.®

“What power,” I thought—turning
adversity into contribution. Following
his lead, the title of my lecture (which I
have now given several times) was to
be “Thriving in Adversity,” and I sub-
titled it “Psychotherapeutic Experiences
in a Bone Marrow Transplant Unit.”

Kindness

The mind is indeed a very strange entity.
As I now look back on my experience
from a distance, my memories of the
pain accompanying my mucositis and
cystitis, the protracted nausea and vom-
iting, and even the oppressive weak-
ness of emaciation are now surprisingly
blurry. I have to concentrate in order to
reexperience these sensations in my
mind (which I very seldom do). What is
surprising to me, however, is how sev-
eral small acts of kindness remain in
my memory with such force and vivac-
ity that they dwarf even the worst of
the pain and discomfort I encountered.

The nurse. Once I had recovered suf-
ficiently from my bone marrow trans-
plant, about 60 days from the time of
the transplant, I was allowed to leave
the hospital and set up residence in an
apartment nearby. It was almost like
being a real person. I would return, ini-
tially, every day and later three times a
week for blood tests as well as blood
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and platelet transfusion as needed. One
day, I was walking in the hallway on
my way to receive a blood transfusion.
Suddenly, and with absolutely no warn-
ing, I developed severe emesis. “What a
disgusting mess,” I thought. A nurse,
who had no previous knowledge of me,
ran to my assistance. I was so embar-
rassed. With no remaining sense of pride
that I could call on, I can remember
apologizing repeatedly for the mess I
had created. She recognized how dehu-
manizing this felt for me. She was so
incredibly caring and supportive as she
helped me to a chair and then proceeded
to clean up both me and the hallway
floor. Continuing with this overwhelm-
ing compassion, she assisted me to my
appointment.

The doctor. When we returned for
our office visits to see the physicians,
we would be placed in an examination
room. Whenever we were in the hospi-
tal, we were required to wear a mask
continuously. The one exception was in
the examination room. I remember sit-
ting and talking to my doctor when my
mask, which I'had placed in my lap, fell
to the floor. I reflexively reached to pick
it up. “Don’t touch that,” he exclaimed,
as he darted across the room to pick up
and then discard my mask. He was con-
cerned, of course, that I would get an
infection. The expression on his face
conveyed such genuine concern that it
was obvious to me that he was com-
pletely invested in my recovery. I must,
I thought, work as hard as I can to get
through this not only for myself and my
family but for him as well. I wondered,
“Could this be part of the solution to
the challenge of compliance?”

The patient. The waiting rooms for all
of our visits were extremely crowded.
There were long rows of chairs, often
positioned back to back and separated
by a partition of glass. One day, while
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awaiting my appointment, I sensed that
someone was looking at me from behind.
I turned to see a young man looking at
me. He looked a lot like I—and almost
everyone else in the waiting room—
did: bald, extremely thin, and bundled
up in way more clothes than would
normally be appropriate given the
ambient temperature. As our eyes met,
he placed his hand up to the glass.
Reflexively I placed mine to exactly
mirror the position of his. This incredi-
ble moment of solidarity haunts me to
this day. God, I hope he made it.

Discrepancies

My illness has placed me at the mercy
of several hospitals and a multitude of
providers. How, I wondered, could you
explain the variation in quality to which
I was exposed? The providers, for the
most part, appeared to be similarly
knowledgeable and skillful. Rather, I
discovered, it was their character—the
culmination of the virtues they had cul-
tivated over the years—that seemed
to make the difference. The discrep-
ancies among hospitals were similarly
troublesome—palpable, I believe, to
any patient requiring protracted care.
These hospitals had very similar facil-
ities. Their vision and mission state-
ments were nearly identical. And, yes,
they all very proudly displayed posters
declaring them to be among the top
hospitals in the United States. “How,”
I thought, “can they all be the best?”
It was the institution’s culture, clearly,
that made the difference. For both pro-
viders and hospitals, these differences
were not dependent on some ephem-
eral, touchy-feely, feel-good sensation.
It was much, much more than that. It
was advocacy. It was ownership of the
outcome of care. And, yes, it was the
willingness of providers to efface their
own goods in order to promote those of
their patients.

What I Hope For

Since my return, I have had the great
opportunity to sit on the ethics com-
mittee as well as the physician practice
evaluation committee of my institu-
tion. It is my distinct hope that I will
learn enough in this process to under-
stand how medicine might be changed
for the good of the patient. Initially, I
thought the answer was professional-
ism. Certainly, we all recognize that we
are facing a crisis in professionalism
on a national basis. Unfortunately, frus-
tratingly, just as the policies and proce-
dures we have established to eliminate
medical error have been less productive
than initially hoped, so have our efforts
on professionalism. The fact is, with
very rare exception, providers know how
they should and should not behave.
They know that their behavior can influ-
ence the outcome of care. They know
that they should remain current from
the perspective of knowledge and skill
pertinent to their practice. They know
that their inability to work respectfully
and cooperatively with other provid-
ers is fundamental to the effacement of
coordinated care and that this inability
sets the stage for error. Further, they
know that the manner in which they
engage their patients is fundamental to
the establishment of trust and hope so
essential to a positive outcome.

How, then, can we possibly hope to
change the character of providers and
the culture of hospitals? I now believe
that the answer will be more funda-
mental than an effort on professional-
ism alone. It will require revisiting the
very philosophy of medicine: how we
are to think about who we are and
what we do. So much has changed
since the wonderful work of Pellegrino
and Thomasma, in which they described
medicine as occurring precisely at the
interface between the provider and
the patient. The provider worked for
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the patient. The professional would
make a promise, a “profess-ion,” to the
patient as to his or her current compe-
tence as well as advocacy and owner-
ship regarding the outcome of care. The
medical action would be technically
right and morally good. This implicit
contract could only be based on the
character and virtues of the provider—
ultimately, there can be nothing else.
The commodification of medicine has
changed this dynamic, irreversibly.
Physicians now, for the most part, work
for hospitals. Documentation and bill-
ing activities erode the face time that
providers should spend with their
patients or in reflection as to whether
or not the judgments they have made
should be revisited. The moral angst
is palpable. How do we change insti-
tutional culture and virtue in the face
of all these adversities? It is to this end
that I have now become a graduate stu-
dent in philosophy. It is my hope that,
somehow, I might turn my tragedy into
a contribution.
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