Life Writing from Medicine:
Biography and Memoir of Patients

Jacek L Mostwin MD,
Johns Hopkins Schoo
Brady Urological

DPhil (Oxon)
of Medicine

nstitute

Berman Institute of Bioethics
Baltimore, Maryland



Considering how common illnessis | ... ] it becomes
strange indeed that [it] has not taken its place with
love and battle and jealousy among the prime
themes of literature.

Virginia Woolf. On Being Ill. 1930
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When | was finally dressed, the ritual
could begin. Two attendants seized
me by the shoulders and feet, lifted
me off the bed, and dumped me
unceremoniously into the wheelchalir. |
had graduated from being a patient
whose prognosis was uncertain to an
official paraplegic...

"You can handle the wheelchair," said
the occupational therapist, with a
smile intended to make the remark
somewhat good news, whereas to my
ears it had the ring of a life sentence.
In one flash | saw the frightening truth.
It was as blinding as an atomic
explosion and keener than a guillotine
blade. They all left.

Jean-Dominique Bauby, The Diving Bell and
the Butterfly, Knopf, 1997
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The school year progressed slowly. | felt as if | had been in the
sixth grade for years, yet it was only October. Halloween was
approaching. Coming from Ireland, we had never thought of it
as a big holiday, though Sarah and | usually went out trick-or
treating. For the last couple of years | had been too sick to go
out, but this year Halloween fell on a day when | felt quiet fine.
My mother was the one who came up with the Eskimo idea. |
put on a winter coat, made a fish out of paper, which | hung on
the end of a stick, and wrapped my face up in a scarf.

We walked around the neighborhood with our pillowcase sacks,
running into other groups of kids and comparing notes: the
house three doors down gave whole candy bars, while the
house next to that gave only cheap mints. | felt wonderful. It
was only as the night wore on and the moon came out and the
older kids, the big kids, went on their rounds that | began to
realize why | felt so good. No one could see me clearly. No one
could see my face.

] Ty
' With an Afterword by Ann Patchett =




The memory of an iliness is very much like the memory of a
nightmare.

Joseph Conrad, Preface to Twixt Land and Sea, 1920
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Viystery. What a mystery this life is. The plants are
filling out. The garden outback of our house
sprouts one-half-inch here, an inch there, and |
am changing too; cancer plods on from node to
node, remarkable and not remarkable at all, like
summer itself. Just another growing season after
all. Is this resignation? | hope not. | do not intend
to give up without a struggle, but more and more
| see myself as a thread in a huge and royal
tapestry — important to the central design but
having an end, a place, a physical destination....

{| think of the young daughter in Satyajit Ray’s [film]
#§ Pather Panchali, spinning, whirling in the rain,
her hair flying out like a flag the night she died. |
think of Sally Powers [a fellow patient] , who had
just turned seventy. No one is special, are they,
when all is said and done? And of course, each
of us Is very special, very singular, carrying
weight. | matter. Sally mattered. | would like to
open the window tonight and yell outside. |

matter. Or go down and lie next to the grass and
whisper it.
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“Robinson Crusoe - that is what | think of.
Surviving a terrible storm at sea; then being
shipwrecked; waking from catastrophe and
finding oneself alone in a new, alien and
dangerous world.”

This was written not by the survivor of a
shipwreck but by a woman who suffered a
brain tumor and the operation that removed it.
Her book, entitled Surviving, is an example of
what | call pathography, a form of
autobiography or biography that describes
personal experience of iliness, treatment, and

sometimes death.

Hawkins. Reconstructing lliness:
Studies in Pathography.1993



Culture and Medicine

Pathography: patient narratives of illness

Introduction
In ever greater numbers, people are writing autobio-
graphical accounts of their experience of illness and treat-
ment, narratives that are often called pathographi
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The tradition of pathography
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Patients’ perspecti\*es

Autopathography: the patient’s tale

Jefirey K Aronson
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Summary points

I'he traditional case history stifles the patient’s
own narrative, but noreasingly patients are
writing thei m marratives (autopathographics
o iens” tales™)

An analysis of about 270 book length tales, most
writtem in the past 20 years, shows that more men
than women write about their ilinesses and that
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illnesses—mostly cancers and neurclogical
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The case history was
Invented by Hippocrates.
Since then medical

practice has been
straitjacketed by Its
artificiality, to the detriment
of the patient's own
narrative. But patients have
found ways of expressing
themselves other than by
talking to their doctors. Over
the past two years | have
been collecting a
bibliography of book length
autobiographical medical
narratives, each completely
or largely devoted to the
writer's personal experience
of drug use or iliness. My
grofuargn | iIsBRUAVAEHYLr LIS 1682
about 270 titles.



Search: patient biography OR pathography OR "nurse biography"” OR "doctor biography" OR "physician biography"
*¥**[imited to English language

Total Books Total Relevant Books "Books" include:

589 529 Print Books
768 437 eBooks
760 562 Large Print
768 567 Thesis/Dissertation
771 581 Braille Book
829 710
746 635
732 600
711 646
629 528
569 447
512 402
504 389
426 347
418 344
396 325
336 279
407 338

Total: 8666
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ROBERT McCRUM

Robert McCrum, My Year Off, Picador, 1998
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Recovering Life After a Stroke

ROBERT McCRUM

'-'J',k.'.

4

Robert McCrum, My Year Off, Picador, 1998

When | was seriously ill in hospital, | longed to
read a book that would tell me what | might expect
In convalescence and also give me something to
think about. There are many books about stroke in
old age, but | was young and had been vigorous
and there was nothing that spoke to me in my
distress.

| have written this book to help those who have
suffered as | did, and indeed for anyone
recovering from what doctors call "an insult to the
brain". I've also written for families and loved ones
who, sucked into the vortex of catastrophic iliness,
find themselves searching for words of
encouragement and explanation.

The other audience for this book is, of course,
myself. The consequences of my stroke were
simply too colossal to be ignored or shut away In
some mental pigeonhole. Writing the book has
been a way to make sense of an extraordinary
personal upheaval, whose consequences will be
with me until | died. Besides, | am a writer.
Communicating experiences is what | do, and
guite soon after | realized | was goiing to survive
the initial crisis | also realized that I've been given



REYNOLDS
PRICE

AN ILENESS
AND A HEALING

llllllllllllllllll

WHEN

BREATH
BECOMES

au

P\l l I\\I \Nlllll




Product details
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AUTHOR’S NOTE

He who has health, has hope; and he who has hope, has everything.
Thomas Carlyle, Scottish philosopher

This book is primarily about a relatively rare inner ear disorder, and how it has affected my life, but
the scope is actually much broader than that. | set out to write the book that | wished had been
awvailable, when | needed it myself. It is aimed at everyone who may experience dizziness, in all its
manifestations, and who needs a better understanding of what might be happening to them. lt is

also for those treating, or caring for, anxious and/or dizzy people.



but he would have us remember most of all

to be enthusiastic over the night,

not only for the sense of wonder

it alone has to offer, but also

because it needs our love. With large sad eyes
Its delectable creatures look up and beg

us dumbly to ask them to follow:

they are exiles who long for the future

that lives in our power...

In Memory of Sigmund Freud
W H Auden
Another Time Random House, 1940



NARRATIVE
MEDICINE

Honoring the Stories
of Iliness
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Why This Website?

Why this website? Based on rates from 2004-2006, 15.9% of men born today (one out of every six men)

will be diagnosed with cancer of the prostate at some time during their lifetime. In 2009, it is estimated that

192,280 men will be diagnosed with and 27,360 men will die of prostate cancer according to the National

Cancer Institute (NCI).

A few years ago, my urology surgeon asked me to review a book written by a prostate cancer patient in
which the author described his personal experiences and spiritual beliefs as they related to his disease.
Upon reporting back about the book, my surgeon asked if | had kept a diary of my own cancer journey and if

so, he suggested that | write such a book myself. Since books have endings, and since my story is on-going,

| decided to share my experiences as a website.Jl will endeavor to tell my story in chronological order starting

with my diagnosis in 1995. | will include medical references, Biblical references (which | will call “spiritual

medicines”) and a summary of lessons | have learned or am learning. There are also recurring themes which
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GodandProstate.Net: lliness, Mortality, Faith, Evangelism and the Doctor-Patient Relationship in the
Digital Age

Jacek Mostwin, M.D., Phil, Professor, Urology, Johns Hopkins Medical Institutions and Berman Institute of Bioethics, Johns Hopkins University
Bjarne Gabrielsen, PhD., National Cancer Institute, Emeritus

In 1995, Dr. Gabrielsen, an organic chemist and formerly Senior Advisor for Drug Discovery/Development at the National Cancer Institute discovered he had
prostate cancer. That same year, Dr. Mostwin performed a radical prostatectomy with findings suggesting a 90% probability of cure, although ten years later
the disease would recur. On the evening of his operation, the doctor visited the patient and found him reading from the Bible in his hospital bed. So began a
relationship that has so far endured 22 years.

On his website, GodandProstate.net Dr. Gabrielsen writes: “A few years ago, my urology surgeon asked me to review a book written by a prostate cancer
patient in which the author described his personal experiences and spiritual beliefs as they related to his disease. Upon reporting back about the book, my
surgeon asked if | had kept a diary of my own cancer journey and if so, he suggested that | write such a book myself. Since books have endings, and since my
story is on-going, | decided to share my experiences as a website. | will endeavor to tell my story in chronological order starting with my diagnosis in 1995. | will
include medical references, Biblical references (which | will call “spiritual medicines”) and a summary of lessons | have learned or am learning (Lessons Learned
| God and Prostate). There are also recurring themes which God seems to bring to my attention either from His Word (the Bible), from several devotional
books or other sources. My hope is that the information and principles expressed herein will be used by any man in any condition since we all share similar
physical bodies and spiritual natures.”
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Jan Rosenbaum

I have lung cancer. Upper right lobe, as big as a baseball. I am not
"fighting it valiantly", the usual phrase in obituaries. I take my
meds, do what the doctors tell me to do, and observe the process
with great curiosity. I am lazy about getting rid of the stuff that
gathers, I never became famous or tall. I take great pleasure in
having come of age in Detroit during the Vietnam war protests, the
sexual revolution, the era of nice drugs, wet darkrooms, and
especially the music from Buddy and Jerry Lee through our own

Marvin, Smokey, and Aretha; Joplin, Dylan, Garcia, and Hendrix.

At this point a resume no longer seems appropriate. Obituary, for

release when needed

http://thelastproject.org/nature-of-the-last-project/#atwater
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