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AUTHOR S NOTE
This book is not intended to be reportage. I
hâve written from my personal and professional expérience and the expériences of
people I hâve met through my clinical work.
A number of stories are accounts of actual
persons, told as faithfully as I am able. In
most instances, I hâve changed identifying
details and people’s ñames to preserve their
privacy. Some people's real ñames appear
in the Acknowledgments. Other stories are
composites drawn from two or more pa
tients and familles I hâve known.
In general, the situations and conversa
tions are reconstructions from my memory
and any contemporaneous notes and quotes.
In writing several stories, I complemented
my contemporaneous notes with subséquent
interviews with patients, family members,
and clinicians.
The subtitle, A Physician’s Quest to Transform Care Through the End of Life, is in7

tended to set this book in the ñrst person.
This is my perspective. I do not represent
or speak for any organization or group,
However, this quest is not exclusive. People
from a variety of disciplines and walks of
life are working to transform care for people
through the end of life. Over several decades
many physicians, nurses, and other health
care professionals hâve contributed to
developing the field of hospice and pallia
tive care. I feel privileged to count myself
among them.
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In t r o d u c t io n
Americans are scared to death of dying. And
with good reason. While rarely easy under
any circumstances, we make dying a lot
harder than it has to be.
A large majority of Americans still die in
hospitals or nursing homes. Many suffer
poorly controlled pain or other physical
miseries and endure their final days feeling
undignified and a burden to others.
Few of us can even imagine how things
might be different. Therein lies the crux of
the problem. Our society and mainstream
American culture hâve never grappled with
the fundamental fact of mortality; therefore,
we do not know what to expect or what is
possible. When someone we love is diagnosed with a life-threatening condition, the
worst thing we can imagine is that he or she
might die. The sobering fact is that there
are worse things than having someone you
love die. Most basic, there is having the
11

person you love die badly, suffering as he or
she dies. Worse still is realizing later on that
much of his or her suffering was unnecessary.
This book is about understanding the
dangers that confront seriously ill and dying
people and their families, and avoiding the
pitfalls that ensnare so many. It is about how
things could be better — much better —
for ourselves, the people we love, and,
eventually, for our national community and
culture. Most immediately, The Best Care
Possible is about how to make the best of
what is often the very worst time of life.
When it comes to caring for people with
advanced illnesses, our social Systems are so
broken and our health care System is so
dysfunctional and, frankly, neglectful that it
would be easy to become furious. In truth,
however, this predicament is no one’s fault.
It is a conséquence of lîving in remarkable,
unprecedented times.
Death is the most inevitable fact of life.
But the expérience of dying has changed
over the course of history, especially within
the past fifty years. In many ways dying has
become a lot harder. We are the benefactors
and victims of scientific success. Serious,
chronic illness is an invention of the late
twentieth century, the fruit of our species5
12

intellectual prowess, the culmination (at
least so far) of millennia of scientific progress. Throughout history, Homo sapiens
hâve mostly died quickly. Primitives commonly died in childbirth or as infants.
Children and adults died due to trauma and
infections that today would be considered
almost trivial, things like appendicitis or a
fall that results in an open arm bone fracture
that then gets infected. But our ancestors
also died in short order from cancer, kidney
failure, and heart failure, which people in
the twenty-first century are either cured of
or live with for many months or years.
These advances exemplify the good for
tune we hâve to be living in the présent day.
But our species5 epochal success in staving
off death impacts contemporary individual
and communal life in ways we hâve yet to
understand. Prolonged serious illness, physical dependence, senescence, and senility are
now common facts of late life. Our society
and culture — ail of our respective cultures
— must factor this new normal “waning
stage of life” into our expectations and
plans,
It is not easy to die well in modem times.
Because so many treatments now work,
many people survive longer with one, or
several, previously léthal conditions. Clini13

cians now talk about a patient’s “illness
burden,” a term for the accumulated aches,
pains, and disabilities that corne with diseases and the side effects of treatment. As
odd as it may sound, people are sicker
before they die today than ever before.
In general, our health care System doesnh
do a good job of heiping people deal with
the burden of illness, Striking medical
advances in prolonging or replacing organ
functions hâve not been matched by proficiency in preserving comfort and quality of
life for people who are ill or their families.
Even in otherwise excellent medical centers,
conscientious professionals lack key skills
that are essential for comprehensive caring.
Busy clinicians tend to give short shrift to
communicating fully with patients, treating
pain or nausea or difficulty sleeping, or
coordinating appointments for blood and
imaging tests, office visits, médications, and
transmitting critical information among
various specialists.The unwavering focus on
treatments for sustaining life can leave
someone who is living with an advanced
disease physically uneomfortable, feeling
lost and confused, not knowing how to get
through each day or how to plan for the
future.
Nearly everyone who is asked where they
14

would want to spend their final days says at
home, surrounded by people they know and
love and who love them. That’s the consistent finding of public opinion surveys and,
in my expérience as a doctor, remains true
when people become patients. Unfortunately, it is not the way things turn out. At
présent, just over one-fifth of Americans are
at home when they die. Instead, over 30
percent die in nursing homes, where, according to opinion poils, virtually no one
says they want to be. Hospitals remain the
site of over 50 percent of deaths in most
parts of the country, and nearly 40 percent
of people who die in a hospital spend their
last days in an ICU (intensive care unit),
where they will likely be sedated or hâve
their arms ded down so they will not pull
out breathing tubes, intravenous fines, or
cathéters.
Dying is hard, but it does not hâve to be
this hard.

As the process of dying has changed, so,
too, caregiving has become much harder
than it used to be. Modem civilization's
historie successes against disease hâve
multiplied both the complexity and dura
tion of family caregiving. Today, more than
60 million Americans are tending a frail
eider or sick child or adult at home. Even
15

otherwise excellent medical treatments and
hospital care may leave a family not knowing how to care well at home for a dying
loved one. By the end of a long illness, fam
ily caregivers are commonly physically and
emotionally exhausted. Up to a third of
close family members of people treated in
an ICU expérience anxiety or dépréssion
consistent with post-traumatic stress disorder. In a health surveillance study, family
caregivers who reported the highest levels
of emotional or physical strain from caregiving had nearly two-thirds higher risk of
dying in a four-year period than agematched Controls.
Caregiving is hard, but it does not hâve to
be this hard.

Clearly, a transformation is needed in the
way our society and culture — not merely
our health care System — cares for seriously
ill people and supports family caregivers.
Right now, effective advocacy by patients
and families is needed to avoid common
mistakes, avert suffering, and prevent re
grets. Knowing what to expect, what to
demand, and what limitations to accept can
lessen the burdens of illness and caregiving.
The collective impact of longer Uves and
common periods of physical dependency
affect the économie well-being of individu16

ais, families, and society as a whole. Families
commonly miss the lost income that results
from sickness and caregiving, absorb outof-pocket expenses, and worry that costs
might exceed the lifetime limits of insurance coverage. Tens of thousands of home
foreclosures are attributable to lost wages
and medical costs of long-term illnesses.
Even before the recent deep, prolonged
recession, well over a million American
families annually filed for bankruptcy due
to health care costs. Aggregate health care
expenses are felt by employers, large and
small, and by ail of us who pay taxes that
underwrite Medicare and Medicaid, These
medical costs erode our national capacity to
engage in other pressing priorities: éduca
tion, social services, and our country’s
infrastructure of bridges, roads, railways,
and information highways.
As difficult as things are now, these may
turn out to be the good old days. How we
die is already a public health crisis, and care
for people through the end of life is poised
to become a generation-long social catastro
phe. Within the next few years, a démo
graphie tidal wave of aging and chronically
ill Americans will overwhelm our already
stressed Systems. As a nation, time is fleeting to avert a full-blown disaster.
17

Very soon, for the first time in human history, older people will outnumber younger
people on our planet. In the United States,
one in five adults is sixty-five or older. The
75 million baby boomers hâve begun paying senior prices at the box office and every
day thousands more qualify for Medicare
and Social Security. Consider that in 1940,
when Social Security benefits were first
paid, there were an estimated 41 workers
paying into the fund for every récipient of
benefits. This ratio has progressively diminished and is on track to be 2.1 workers for
every beneficiary by 2030. Those of us who
are concerned about long-term care hâve
good reasons to worry. The nursing homes
of the future — our future! — may make
today’s nursing homes look like luxury hô
tels,
It doesn’t hâve to turn out that way.
Living in unprecedented times is not ail
bad. Quite the contrary: the historie chal
lenges we face come with historie op~
portunities. As a society, we can collectively
transform the way we die. But if we want to
reclaim a sense of optimism about our
future — and our children’s futures — we
must act wisely, courageously, and decisively.
As important as doing something is,
18

before leaping into action, it is worth pausing to understand why we haven’t taken ac
tion sooner. I am not the ñrst person to note
that our nation’s social Systems and services
hâve not kept pace with advances in treatments and survival, leaving urgent catch-up
work to be done. For years sociologists,
public health professionals, gerontologists,
and members of my own field of palliative
care hâve been warning about the looming
problems of aging, dying, and caregiving, In
1997 the Institute of Medicine concluded,
“Too many people suffer needlessly at the
end of life, both from errors of omission
and commission.” One reason our nation
hasn't acted sooner is that there are always
more immédiate crises to deal with: terrorism, foreign wars, hurricanes, floods, the
bursting of financial bubbles, and the near
collapse of our economy. Ail rightly vie for
attention of the voting public, politicians,
and elected leaders. However, competing
social priorities alone do not explain our
country’s inaction on these pressing issues.
Let’s face it: A more basic reason is that
the subject of how we die is depressing. “I
don’t want to think about itP aptly expresses
the American mind-set. Our cultural tendency is to avoid serious conversations
about the end of life. Pain, pus, puking, be-

ing at the mercy of doctors, the astronomical expenses, the utter disruption of life.
Who wants to think about any of that?
The complex social and System challenges
we face make it ail the more tempting for
politicians and social leaders to keep deflecting — or at least deferring — the topic.
Public policy discussions related to incur
able illness, dying, death, and grief are typically confined to either the costs of health
care or the pros and cons of physicianassisted suicide. Neither are adéquate proxies for the fundamental questions of how
our society should respond to our most
fragile elderly or ill members and the
famílies who care for them. Politicians shy
away from the issues because they don’t
want to depress voters. Savvy candidates
strive to ignite a sense of optimism and
can-do enthusiasm among voters — even if
doing so means postponing some pressing
social responsibilities. The topic of how we
die is just not energizing.
And, of course, as mentioned, there are
always more urgent problems to attend to,
which provide plausible cover for putting
off these morbid discussions. So, like passengers on a river raft we drift along, toward
a précipice we hâve been told lies ahead, effectively distracted and seemingly unaware
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that the longer we wait, the harder it will be
to avoid disaster,
Last, and most maddening, mortality has
recently become a politically polarized is
sue, It is almost comical, but the consé
quences aren’t funny. One would think that
mortality would provide the ultímate common ground for bringing people together.
Instead, suspicion pervades and divides
public opinion on the way we die. In addi
tion to being depressing, the subject has
now become politically toxic.
On the one hand, ardent proponents of
legalizing physician-assisted suicide accuse
doctors of forcing people to suffer by refusing to prescribe léthal médications. Doctors
and nurses who do not support right-to-die
législation are alleged to bide a religious
agenda or hâve a profit motive in keeping
patients alive.
On the other hand, vehement éléments of
the Pro-life movement accuse doctors and
nurses of promoting “a culture of death”
whenever we allow people to die gently —
w ithout subjecting them to CPR
(cardiopulmonary resuscitation), breathing
machines, dialysis, or feeding tubes. Vocal
Pro-lifers loudly equate writing a DNR (do
not resuscitate) order with killing patients,
advance care planning conversations be21

tween doctors and patients with “death
panels,” and palliative care with rationing or
“killing granny.”
The only thing these two passionate and
disparate pôles of public opinion hâve in
common is a deep-seated distrust of doc
tors and nurses, the very professionals
society relies on at the end of life.
No wonder our politicians and elected of
ficiais avoid these topics as if they were
radioactive. Year after year, pressing prob
lème that deserve — and might be solved
by — thoughtful considération and con
structive public policy remain unattended.
Needless suffering continues. This seems
the very définition of social irresponsibility.
Fixable problems go unfixed and far too
many Americans die badly. No wonder there
is public distrust.
What a morass.
Unless and until we can bridge the cul
tural chasm of distrust, we will not substantially improve the way we die.
Most practitioners in my own field of
hospice and palliative care largely choose to
ignore the outrageous allégations that we
promote death panels and the killing of
vulnerable people. In being too polite, or
too timid, to confront the controversy, I fear
that we hâve allowed the distrust to fester.
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To a public that is worried about care,
silence from the accused can be easily
misconstrued. Uncorrected accusations
reverberate within media echo chambers.
Unchecked, political vitriol of this nature
will derail socially responsible, constructive
actions. Ifs unnecessary.
In truth, reverence for life permeates the
care that I and colleagues in our ñeld
provide. Love for life motivâtes everything
that I do and teach. Reverence for life does
not include hastening death, nor does it
include forcing people to suffer as they die.
As a clinician, it does require me to show
up — with ail the resources and skills my
training and expérience provide — and to
lean forward, listening to the persons before
me and learning how I can best be of ser
vice.
I don’t think of myself as religious. I was
raised by Jewish parents, and although I am
not particularly observant of holidays or
rituals, my sense of the inhérent value of
life has roots deep within my ancestry and
upbringing. Life is an absolute value for
Jews. Many Jews wear the Hebrew symbol
for life, chaif as pendants around their
necks.We toast L ’chaim! (To life!) as we raise
glasses in célébration. If reverence for life
constitutes a religious agenda, I suppose I
23

hâve one.
However, the value of life is embedded in
secular medical and nursing care as well. It
is also, of course, évident in health care
chaplaincy, regardless of the individual
chaplain’s faith. Life’s intrinsic value moti
vâtes clinical trainees and professionals of
every discipline. Although many of the
patients we care for could be considered to
be dying, my expérience of hospice and pal
liative care is of an unrestrained team effort
to preserve, honor, and celébrate life,
The branding of the term “Pro-life” by
conservative political actívists has had an
unhelpful, polarizing effect on the culture.
People who are not “Pro-life” are, therefore,
what? Pro-death? I don’t think so
in truth, my colleagues and I in hospice
and palliative care represent the most
genuinely Pro-life segment of American
society. An unwavering affirmation of life
leads most of us to oppose legalizing assisted suicide and euthanasia. But it is not
about politics. It is simply that love of life
— not in the abstract but love for the people
we care for as patients — is the reason we
do what we do. People who work in this
field understand that to truly affirm life,
one needs to affirm ali of life — and that
includes the part that we cali “dying.”
24

An authentic, consistent Pro-life message
could résolve cultural controverses surrounding how we die. Knowing that, in ad
dition to alleviating symptoms and distress,
we can honor and celébrate the people we
love as they die opens up fresh approaches
to difficulté unavoidable life-and-death deci
sions. The ethics of care must no longer be
confined to considérations of when and
under what circumstances life-prolonging
treatments can be withheld or withdrawn.
Ethics must elabórate when and under what
circumstances we must act to enhance a
person’s comfort, sense of dignity, and wellbeing through the end of life.
I am convinced that Americans across the
social and political spectrum can come to
broad agreement on what the best care pos
sible looks like and what it means to die
well. Most people already agréé on the
fundamentáis of high-quality care. We can
stand on common ground well above the
scarred fields of old culture wars. We can
provide excellent lifesaving treatments,
while respecting people’s right to determine
when enough is enough, always ensuring
that their pain is treated expertly, that they
and their families are treated tenderly.
Sadly, the way many Americans die re
mains a national disgrâce. Yet, this is one
25

national crisis we can solve. To succeed we
must face hard truths and act courageously.
We must be willing to collaborate even
when — especialiy when — our social,
religious, and political beliefs and personal
preferences are very different. The stories
that fill The Best Care Possible are evidence
that medical excellence and tender human
caring can coexist.
Upon closing this book, I hope you will
hâve a sense of what “the best care possible”
looks like in the twenty-first century. And if
a time comes when you need it, I hope you
will be prepared to get the very best care
for you and those you love.
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Part O ne :
T he B est C are
P ossible

1.

T he B est C are P ossible
Gerry Thorsen sat across from me in the
examination room, next to his wífe, Elaine.
He did not look ill, far from it. He appeared
healthy and considerably younger than his
seventy-two years. I glanced at his date of
birth on the identification stickers of his
chart’s billing sheet; it confirmed his age.
His pink cheeks and tanned, deeply freckled
scalp were noticeable during our overcast
late fall in New England. His lean, muscular
frame filled the arms and chest of a gray
turtleneck, beneath the blue polar fieece
vest he wore. I thought to myself that Mr.
Thorsen had the look of a vétéran distance
runner — someone who might be profiled
in Parade, a senior health magazine, or
AA RP’s Buliûtin.
I was glad he appeared so well, but I knew
that he was seriously ill.
At the moment, Gerry Thorsen also
looked üke someone who was feeling vulner29

able and a bit bewildered. I introduced
myself as a physician from the Palliative
Care Service, quickly adding that our team
focuses on people’s comfort and quality of
life, and that ît is routine at this cancer
center for us to see patients recently diagnosed with pancreatic cancer. I explained
that our team often helps people through
treatments in ways that are medical — such
as helping to manage side effects of treat
ments — but also practical and personal.
His face relaxed. “Oh, that sounds good.
To be honest, we were not sure why we were
here. We were given this appointment but
didn’t know what palliative care was. We
looked it up on the Web and it said it had
something to do with hospice. But I am not
ready for that ”
Until a few weeks ago, as far as he knew,
Gerry Thorsen had been in peak health. I
commented that he looked fit and asked if
he exercised regularly. He explained that he
usually exercises every day, either outdoors
or, if the weather is really bad, at a fitness
club. He gave up marathons six years ago
when he had his right knee replacement,
but he still plays tennis, jogs, bicycles, or, in
the winter, cross-country skis most days.
“At least I did,” he said. His voice trailed
off and he gazed at the floor as he paused.
30

He looked at me before continuing.
He said that he and Elaine, also in her
early seventies, often hiked together three
seasons of the year and skied together each
winter. I asked if he had a connection with
Killington, the Vermont ski area whose logo
was embroidered on the left breast of his
vest.
“I hâve been on the ski patrol there for
hfteen years,” he said, adding, “I guess this
year may be an exception.”
Since retiring from his own real estáte
business seven years ago, the Thorsens have
traveled at least eight or ten weeks each year
— mostly to Chicago and San Francisco,
where their son and daughter live, with their
spouses and the Thorsens’ young grandchildren. They had also taken walking tours
in England, Ireland, Italy, and the Himalayas.
“We have a good life,” he concluded.
A week before Halloween their life
changed. Gerry began having pain in the pit
of his stomach that ached into his back. He
cast it off as indigestion, took Prilosec OTC
each morning and a laxative every other day.
Occasionally, for a few hours at a time, he
felt better. After two weeks, however, the
pain was more constant and he decided to
see Grant Edwards, his family doctor. An
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examination and routine blood tests showed
that his serum bilirubin and alkaline phos
phatase, two tests of liver function, were
elevated. An ultrasound sean of his abdo
men, performed at their local hospital,
showed that the bile duets in his liver were
enlarged. Even though no gallstones were
seen on the ultrasound, the most common
cause of these symptoms remained small
stones or sludge from the gallbladder blocking the bile duets. The next morning, a
gastroenterologist placed a fiber-optic scope
through his mouth and throat, traversed his
stomach, and looked at the ampulla, or
opening, of the common bile duct and
pancreatic duct as they drain ínto the
duodénum. He placed an 8-millimeter tube
or stent through the opening, releasing a
small gush of thick bile and pus. The gastro
enterologist administered one dose of an
intravenous antibiotic to prevent an infec
tion from the procedure and sent Mr.
Thorsen home on oral antibiotics three
times a day. The pain disappeared. Over the
weekend, he felt great.
On Monday afternoon, Grant Edwards5s
office manager called to say that the doctor
wanted Mr. Thorsen and his wife to come
to his office at five p.m. “This can’t be
good,” Gerry said to Elaine. It was 5:35
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before Dr, Edwards finally was free and ablc
to sit with the couple. He explained that the
brushings of cells that the gastroenterologist
had taken from the blocked bile ducts were
positive for pancreatic cancer. He said
plainly that this was a very serious diagnosis
and that this type of cancer was definitely
life threatening. Dr. Edwards told them that
there were treatments available and that
because his cancer was found early, there
was a chance that it was curable, He referred
him to Dr. Marc Pipas, the head of the
pancreatic cancer program at DartmouthHitchcock Medical Center’s (DHMC) Norris Cotton Cancer Center.
That was just two and a half weeks before
our visit.
cTt ail seems so sudden,” Mr. Thorsen
said.
Since that Monday afternoon, Mr.
Thorsen underwent a CT (computerized
tomography) sean to reveal the exact
anatomy of his tumor and the extent to
which it invaded other tissues or enclosed
the major arteries and veins of the stomach,
liver, and small intestine. His case was
discussed at GI Tumor Board, a weekly
meeting in which specialists in medical,
surgical, and radiation treatment of cancer,
along with palliative care specialists, dieti33

dans, and physical therapists discuss the
optimal treatments for each patientas spé
cifie condition. The consensus of the Tumor
Board was for Gerry Thorsen to continue
the staging évaluation and, if no spread of
the cancer was found, to recommend aggressive, potentially curative treatment.
Six days later, he underwent a diagnostic
laparoscopy, an outpatient operation. Under
general anesthésia, a surgeon made an inci
sion above his umbilicus, inserted a scope
into his abdomen, and looked for any signs
of cancer deposits on and around the liver
that were too small to be seen on CT scans
or MRIs (magnetic résonance imagings).
Fortunately, none were found. That meant
that Mr. Thorsen was eligible for neoadjuvant treatment — a combination of chemotherapy followed by radiation treatments —
designed to shrink the tumor in préparation
for surgery to remove it ail. It is an arduous
course of treatment, but the surgery — the
Whipple procedure in which most or ail of
the pancréas, part of the stomach, the
duodénum (first portion of the small
intestine), and the common bile duct are
removed and new passages for the flow of
bile and food are created — remains the
only chance people with pancreatic cancer
hâve of being cured.
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And it is a slim enough chance at that.
There is roughly a 75 percent chance of getting through neoadjuvant treatment and
having surgery. Even after this radical
surgery, chances of being alive at five years
are just over 20 percent. But without undergoing a Whipple, the chance is nil.
Pancreatic cancer is diagnosed in nearly
forty-five thousand Americans every year.
Men and women are equally at risk. It is
the tenth most common cancer but the
fourth leading cause of cancer deaths. By
the time cancer of the pancréas is detected,
it has often spread beyond the pancréas to
encase blood vessels, track along small
nerves, or seed lymph nodes. Ail too commonly when it is diagnosed, cancer cells
hâve spread beyond the pancréas, invading
the duodénum or sending satellite tumors
into the liver or beyond. Although nearly 25
percent of people diagnosed with pancreatic
cancer are alive in one year, barely 6 percent
are still alive at five years. With rare excep
tions, ail who survive hâve undergone a
Whipple operation. The chance of curing
even one in twenty people diagnosed with
pancreatic cancer fuels the hopes of patients
and doctors alike. Medical oncologists and
cancer surgeons typically remember the
ñames and faces of every patient with

pancreatic cancer they hâve cured.
One very public example of success appears to be Suprême Court Justice Ruth
Bader Ginsburg whose pancreatic cancer
was found at a very early stage. Early in
2009 she had a CT sean performed for
routine follow-up on colon cancer for which
she had undergone surgery, chemotherapy,
and radiation treatments a decade earlier,
Justice Ginsburg underwent a Whipple
procedure in February 2009 and, as far as
we know, remains free of pancreatic cancer
today.
The potential for pushing the envelope of
cure and of long-term survival of people
with this disease motivated me to become
active in the multidisciplinary pancreatic
cancer team at Dartmouth, which conducts
research on new treatments. Therefore, I
was familiar with the sequen ce of proce
dures the Thorsens described. Indeed,
things were proceeding according to a well
worked out plan. The Dartmouth clinical
research group designed this sequence of
diagnostic and staging tests to minimize
tíme between the diagnosis of pancreatic
cancer and initiation of treatment. Cancer
biology mandates haste: delays decrease
chances for cure. So time is of the essence.
Gerry and Elaine Thorsen, however, felt
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as though they had stepped on a moving
walkway, which quickly accelerated to a
breathtaking speed, compelling them to
hold on for dear Life. They were composed
as we discussed his health and upcoming
treatments, but I could almost hear a
whoosh in the ether surrounding them. I
knew the pace was probably in his best
interest; still, they looked like they could
use a breather.
Doctors are often criticized for becoming
callous to patients’ feelings. In trying to
remain sensitive to what patients may be
experiencing, one simple practice I hâve is
to ask myself how I would feel in similar
circumstances. Even now, after thirty-four
years of clinical practice, much of it in
hospice and palliative care, when I think of
being diagnosed with cancer, I imagine taking a few weeks to get away. My fantasy is
to go to a beach somewhere — to take
stock, get some perspective, consider my
choices, and rest before starting treatments.
The rational part of me fully realizes how
unlikely it is that I would hâve the chance.
The fantasy persists because it is hard to
imagine being sucked so abruptly into the
diagnosis and treatment vortex.
In reality, when someone is diagnosed
with a serious illness, such as cancer, or a
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dangerous, progressive heart, lung, kidney,
liver, or neurological condition, most often
the disease imposes its own agenda. In order
to get the best care, it is usually necessary
to start right way. There are almost always
more tests needed in order to determine
which potential treatments would be best so
that the person can make an informed deci
sion. Even if the condition is changing
slowly, these illnesses are so scary that
people naturally feel pressure to do something.
The Thorsens certainly did. Less than
three weeks after Gerry Thorsen went to
see Dr. Edwards for a stomachache, here
we were, on a Thursday afternoon in November, one week before Thanksgiving, in a
small unadorned exam room at DartmouthHitchcock’s Norris Cotton Cancer Center
in Lebanon, New Hampshire.
They had driven an hour and a quarter
from central Vermont, parked, registered for
the day, and had just come from the lab
where he had his blood drawn. He had just
seen Dr. Pipas and, after our visit, he would
be headed to the infusion suite to begin
chemotherapy. I was hustling to stay on time
and not keep the Thorsens waiting; I had
just printed, signed, and delivered three
prescriptions and said good-bye to the
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previous patient on my morning schedule.
From reviewing his medical chart earlier
that morning, I knew the basics of Gerry
Thorsen’s medical history, the recent diag
nostic and staging scans and tests he’d been
through, and the current plan for treating
his cancer. I also knew his age and that the
couple had been married for thirty-two
years, Yet on entering the room, Fd been
surprised by how young and fit they both
seemed. Meeting them socially, I probably
would hâve guessed they were in their early
sixties.
Seeing him appear so healthy, and recognizing how threatened his life was, reminded
me to consciously take a breath and slow
down. I smiled in greeting and let a mo
ment of silence — probably ail of two or
three seconds — pass as I deliberately
changed pace. I was acutely aware that this
normal workday morning for me was part
of a surreal, shattering, and life-changing
expérience for the couple before me.
Gerry asked me to tell them more about
palliative care and what our team could do
for them.
“Simply put, our job is to make sure you
and your family receive the best care pos
sible.” I chose my words carefully. I explained that cancer affects more than a
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person’s physical health. It is wellrecognized that being diagnosed with cancer
affects how people feel, and not just physically. It affects their plans, their jobs, their
hopes and fears for the future. It changes
things overnight.
“Amen to that,” he said, nodding.
“To State an obvious fact,” I said, “I
learned a long time ago that when one
person gets a diagnosis, their family gets an
illness.” I paused. His expression was serious but attentive. “That is nobody's fault,”
I continued. “It is just part of human
nature. It is because we love one another.”
He turned from me to his wife and as their
eyes met, they half smiled and tears welled
in his eyes. He barely blinked and made no
motion to wipe them.
“This has been like being kicked in the
head by a mule,” he said. “I served in the
army for three years, half of the time in Viet
nam. I promised myself that if I got home
in one piece, I would never complain about
anything again. And I kept that promise.”
He said that through ail of his years,
whatever his problems at work, difficulîies
with personal finances, even through the
deaths of his and Elaine’s parents and two
brothers, he had been a “glass half full” kind
of a guy. Now, however, he was having a
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hard time staying positive,
Elaine had been quiet, appearing to be
consumed with thought, occasionally nodding her head in agreement. Now she spoke
up, “It’s true. ‘Kicked in the head by a mule5
is what our daughter — who is a writer —
called it on a blog she started. Gerry has
always been the most upbeat person I know.
But it has been hard trying to stay upbeat
with what we’ve been reading about this
cancer. It is ail so unreal.”
It is remarkable how often people men
tion a sense of unreality in talking about
recent diagnoses and the impact on their
lives. aThis can’t be happening,” people
plaintively declare. But of course, ít can
happen. For the Thorsens it was happening,
“This is hard. There is no getting around
it,” I said. “As I think you hâve been told,
the treatments that lie ahead are no picnic,
There is no way to sugarcoat the situation.
Ail I can say is that we will ail do whatever
we can to support you both through it. We
ail work closely together around here — the
medical oncologists, surgeons, radiation
treatment specialists, and our team in pal
liative care. We ail agréé that in addition to
fighting this cancer, your well-being matters.That is our palliative care team’s spécial
foc us.”
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I paused. Despite the weight of ail we had
discussed, the mood in the room was lighter
than when I had entered. The Thorsens
were not smiling, exactly, but they looked at
me expectantly, even hopefully.
I could well imagine that they were feeling
raw, expo sed, and vulnerable. I had spoken
slowly and in small chunks, reading their
expressions and not wanting to overwhelm
them with information. The brief silences
invited them to ask questions. Even though
they sat quietly, pondering what had been
said, it was important to pause within the
flow of our conversation. I had already given
them a lot to think about. And I had a lot
of ground still to cover.
I took the opportunity to frame the upcoming conversation by watering a seed I
had planted.
“A moment ago I said that I want to make
sure you receive the best care possible. In
addition to ail the treatments for this
disease, that includes attending to your
symptoms and sense of well-being. It also
includes offering practical, problem-solving
help and emotional support to your family.”
I intentionally use the phrase “the best
care possible” in my conversations with
people early in our relationship as doctor
and patient.
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When it comes to life-threatening illness,
it is the one thing everyone agréés on. If we
or someone we love becomes seriously ill,
we want the best care possible. So, too,
those of us who are doctors want the best
care possible for our patients. What that
phrase means, of course, differs from one
person to another. One size does not fit ail.
Given the Thorsens3 palpable appréhension
when I entered the room, it felt particularly
important to explicitly name my intentions
during our first visit.
“I want to find out what the best care possible means for you, in this particular situa
tion, as you and your family look ahead.” I
looked at each of them in turn, inviting a
response. They met my gaze, but neither
spoke. They were taking it ail in.
I use the expression as a way of starting
an open-ended conversation — a nonthreatening way of approaching some scary topics. However, introducing the expression
C£the best care possible” is not merely a
clever expression. It is a way of getting to
things that, as a palliative care physician, I
really need to know.
Within the panoply of medical specialties,
the goal of this new discipline is for patients
and families to receive the best care we can
collectively deliver. Striving to provide the
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best care possible provides a conceptual
frame for employing spécifie palliative treatments and services in the course of a
person’s illness and care: treating pain,
shortness of breath, or other symptoms;
communicating and coordinating services
among different specialties; clarifying goals
of care. Each component would likely
contribute to providing the best care for the
Thorsens — in due time.
Today, their focus was on getting through
chemotherapy and radiation treatments in
préparation for a big operation several
months in the future. We were fully on
board in his fight against the disease. And,
if the time were to come, we would be there
to help him die gently, as well as to support
Elaine in her caregiving and in her grief.
Whenever circumstances allow, my clinical work begins before I actually meet a new
patient. In addition to reviewing a person’s
medical history and test results, my habit is
to check the administrative part of their
medical chart. I am particularly interested
in the démographie information the indi
vidual gave on the hospitales admission
forms. As thin as this information often is,
it can help me get a sense of the personas
background and social situation, and it is a
way of preparing for a first encounter.
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On the lines following questions of his
employment, marital status, and religion,
Mr. Thorsen had written Retired, Married,
Catholic. His responses did not tell me who
he is, but it was a start. (They were differ
ent from Unemployed, Divorced, No Preference, which my last patient had written.)
The demographics did not provide a clear
pícture of Mr. Thorsen but, like the early
paint on a canvas or the first day’s work of
a sculptor’s hammer and chisel, I could
begin to glimpse an emerging shape.
The préparation is useful. In the interview
that would follow, I listened closely to what
Mr. Thorsen did for a living prior to retiring, how long he and Elaine had been
together before being married (and whether
he had been married before), how active a
Catholic he considered himself, and how
his religion was affecting his expérience of
being ill.
When I asked, he said that he had been
raised Catholic. “But after what I saw in
Vietnam . . . my religion is ‘do unto others,5
ya know what I mean?” He looked at me
and I nodded and told him he was clear.
“I guess you could say we are ‘Christmas
Catholics.’ We go to Mass every Christmas
Eve with our children when we are to
gether.”
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“Easter, too,” Elaine added, smiling for
the first time.
“Yes” — he chuckled — “on Easter, too,”
and looked at her affectionately. It struck
me that Gerry and Elaine Thorsen were not
only husband and wife; they were best
friends.
The only way a clinician can become
expert in the practice of palliative medicine
is one patient at a time.
In meeting a patient in a clinie exam
room, or in a hospital room, or across a
meeting room conférence table, I need not
formally examine the person to be attentive
to his or her appearance, facial expressions,
and body language. Doing so allows me to
sense how the person is faring at the mo
ment and enables me to adjust my own
pace. I can gauge how much to try to accomplish in a single session and decide how
much information and level of detail to
convey at this visit. People vary greatly —
one from another and from one day to
another — in how much they are able to
absorb or grapple with in one sitting. If I
am to serve them well, I need to read and
be responsive to their reactions — their
readiness, réluctance, or need for respite.
Of course, it is a process. Clinical care
tends to be delivered in discrète épisodes:
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office visits, tests., procedures* hospitalizations. Yet from the perspective of someone
who is ill — and their family — care is a
process that takes place over time. People’s
situations evolve as treatments take effect
— or not — and as they get better or their
condition worsens. Each personas illness has
a course. The meaning or interprétation of
“the best care possible5’ may well change
over time.
As clinicians, our team must keep clarífying what the best care represents for each
patient and family on any given day — and
then come as close as we can to delivering
it.
Besides the knowledge and skills that
come with training and expérience, pallia
tive care is a practice that requires commitment, That commitment entails being willing to change course as a person’s clinical
condition improves or worsens and his or
her priorities shift. It includes staying
engaged if things go badly. When people are
seriously ill, sometimes everyone can do
everything right and things can still go
miserably wrong.
For many of us, the toughest part of
practícing medicine is sometimes feeling
powerless to make things a lot better. While
it is my professional commitment to give
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the best care ï possibly can, I cannot make
things perfect. I wished I could take away
the Thorsens7 distress and tribulations and
suffering that may lie ahead. But this is real
life — their Ufe. I could, however, commit
that our team will accompany them to every
extern we can through whatever the future
may hold.
By introducing the question of what the
best care possible means for them, I hoped
it might help the Thorsens to retain — or
regain — firm personal footing, despite the
expérience that wa$ enveloping them.
It is easy to lose perspective on the role of
medicine relative to personal aspects of life
— and important not to let that occur. The
moment a person becomes ill, his or her
personal priorities tend to be subordinated
to medical priorities.
When any of us falls seriously ill, we
naturally turn to doctors and hospitals to
keep us alive.That is what the health System
does best. Applying the advances of medical
science and technology, doctors cure deadly
infections and keep failing hearts, lungs, livers, or kidneys functioning, or replace failed
organs with transplanted ones, or with
machines that breathe or beat or filter blood
for us.
ït is understandable to focus on survival.
48

What is more personal, after ail, than staying alive?! But doctors do not hâve to
diminîsh lifesaving treatments to attend to
sensitive, and even intímate, aspects of
people’s expérience, Unfortunately, modem
doctors are taught to view sick patients
through a lens that primarily sees their
medical problems. The problem-based
frameworks and clinical assessment proce
dures that are intended to streamline and
focus doctors5 attention hâve become Hke
horses’ blinders, keeping the focus straight
ahead on diseases and their treatments but
constraining a broader view.
From their very first introduction to clini
cal care, medical students are taught to cré
ate a problem list for each patient they see.
The problem lists form the table of contents
of each patient’s medical chart. However, to
a person who is living with an incurable ill
ness, life is more than a set of medical
problems to be treated, The fundamental
nature of illness is not medical; it is per
sonal.
But in health care today, people^s personal
lives take a backseat to medical treatments.
When a person becomes seriously ill, it is
likely his or her doctor who will say, “We
need to run some important tests and start
treatments right away,” In that sentence is
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the tacit message: “Put your personal life
on hold.”
Of course, for someone with a lifethreatening condition, life can’t be put on
hold for very long. Doctors — including
those I train — must be able to use the
problem-based approach while also tending
to personal realms of people’s expérience
— how the illness affects their self-image,
their work, relationships, plans, priorities,
hop es, and sense of the future. Doing less is
not acceptable.
From the moment of diagnosis, people
like Gerry and Elaine Thorsen are at risk of
becoming strangers in a strange land. For
someone who is seriously ill, today’s medi
cal centers can be dizzying technological
environments that offer hope and threaten
despair. For people whose diseases will not
be cured but instead progress despite aggressive treatments, the very places that are
meant to provide the best care can become
dystopias of discomfort, false promises, and
foreboding. By virtue of being treated at
Dartmouth-Hiteheock, the Thorsens already
had access to the best cancer treatments
available. I wanted to help them to retain
some perspective on their personal life and
priorities.
For the Thorsens, the best care possible
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would require the right diagnostic tests and
treatments for G erry’s pancreatic cancer.
The best care would also require meticulous
attention to managing his symptoms —
pain, breathing difiiculties, GI upset, consti
pation or diarrhea. It would entail someone
to coordínate services and appointments;
consistent, ongoing, and clear communica
tion; frank discussions of potential problems; and planning about how to prevent
crises and what to do if they occur, It would
require personal attention and genuine hu
man warmth, an amalgam o f technical
expertise and tender, loving care.
I began today by establishing some rap
port and, hopefully, laying the foundation
for a trusting, therapeutic relationship. I was
banking capital. There might well come a
time when I or another member of our team
would draw on that trust in helping the
Thorsens balance the potential benefits of
further treatments against the risks of making things worse and the known costs to
theír personal time and quality of life.
Before parting, the Thorsens and I made
an appointment to see them in three weeks,
the day of their next scheduled oncology
clinic visit with Dr. Pipas. I gave them my
business card and our Palliative Care Ser
vice brochure, pointing out phone numbers
51

and emphasizing that there is always a pal
liative care physician on cali 24/7 if they
had an urgent problem.
As I left the Thorsens I was struck by how
unique and yet all-too-familiar their expéri
ence seemed.
No two people are alike. Even physiologically and medically, no two people with the
same diagnoses will hâve the same manifes
tations of the disease. Illness is the interac
tion of a person with a disease. Clinicians I
think of as “real doctors” can master the
science and problem-solving aspects of
medicine and at the same time see each
patient as a full, unique person. Unfortunately, these days, authentic doctoring often
requires swimming against a powerful current.
In many ways, Am erica’s health care
System is actually a disease treatment Sys
tem. The ramifications of this distinction
reach far into our society and, inevitably,
touch our personal lives. Our nation’s medi
cal éducation System has trained twentyfirst-century medical students, residents,
and fellows to be diseaseologists. Generalists are scarce, aîmost quaint. Now we hâve
specialists and subspecialists in medicine
and surgery for every categorical malady.
There are sepárate medical and surgical
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subspecialists in cardiovascular disease and
neurovascular disease, Similarly, in addition
to general specialists (the phrase has taken
on meaning) in oncology and neurology,
there are now both medical and surgical
subspecialties in neuro-oncology. Indeed
subspecialization has occurred in endocrinology, gastroenterology, nephrology, hepatology, dermatology, ophthalmology, psychiatry, and on and on. At the présent time,
there are disease-speciüc specialists in basically anything that can go wrong.
In this context, a patient’s diagnosis (the
“pathology”) is the central focus. No single
discipline is assigned care of the whole
person. Once, when phones still had dials,
doctors and their offices were the de facto
health care delivery System. Through the
1980s and early 1990s primary care physicians still played a central, coordinating
role. But times hâve changed. Today, an
internist, family physician, pediatrician, or
women’s health physician may diagnose a
serious condition but is likely to lose regular
contact with patients once they step onto
the moving walkway leading to treatment.
The discipline of palliative care represents
one response of our health care System to
the hyper-specialization and fragmentation
of care. Our focus in palliative care is on
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whole persons and their families.
In the twenty-first century health care is
delivered by highly specialized teams of
professionals, working within complex
Systems. In the world in which we now live,
the best care possible entails more than just
having brilliant doctors. It takes a team of
people — actually an array of teams — effectively communicating and working together.
Palliative care is an interdisciplinary team
approach to care for people with lifethreatening conditions, which addresses
physical, emotional, social, and spiritual
distress and seeks to improve quality of life
for the ill person and his or her family. It is
important to distinguish the word “interdisciplinary” from “multidisciplinary” in this
context. Multidisciplinary care occurs when
various professionals from different disci
plines assess a patient and Write recom
mendations in the patientas chart. “Interdis
ciplinary” implies that on a regular basis
représentatives of those disciplines are in
the same room, communicating and collaborating to craft an individualized plan of
care. Patients and their families are at the
center of the process, whether or not they
participate in formai care planning confér
ences. Their preferences, values, priorities,
54

and styles guide the team’s recommenda
tions.
Interdisciplinary teams foster Creative col
laborations that resuit in the whole being
more than the sum of its parts. Interdiscipli
nary plans of care tend to be more compré
hensive than plans developed through less
interactive pro ces ses.
Embracing collaborative approaches to
care does not diminish the importance of
individual clinicians — and especially doctors. In recent years, Medicare and insurance régulations, increasingly complex
health care Systems, and corporate, forprofit medicine hâve ail diminished the
authority of doctors. But even within these
complicated Systems and subspecialized
times — especially in these Systems and
times — doctors hâve enormous influence
on people’s care and quality of life, When
someone is seriously ill, a good doctor is a
mighty thing.
To serve well, doctors need to understand
the perspective of the patients and families
they serve. What things look and sound like
from a clinical perspective can be very dif
ferent from what they look and sound like
— and feel tike — within the expérience of
a person and family.
Because, like the Thorsens, every patient
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and family is unique, to serve people as well
as possible, doctors and health Systems must
make highly individualized and personalized care routine.
And to serve well, doctors must also tea ch.
We must teach patients and families, as well
as other clinicians. Indeed, the English word
“doctor” comes from the Latin docere, to
teach. In an academie hospital, clinical
practice and clinical teaching are interwoven. Teaching is a privilège and heavy
responsibility. In addition to reinforcing the
basic science, therapeutic principies, évi
dence base, and technical skills of medicine,
I train young physicians to listen closely, so
that they can begin to imagine what patients
and families may be feeling as they live
through life7s most difficult situations.
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Part T wo :
L ife- and-D eath
D ecisions

2 .

B etween S cylla and
C harybdis, a R ock and a
H ard P lace, and the D evil
and the D eep B lue S ea
I listened carefully as Mrs. MaxwelPs family
described their beloved mother, aunt, and
grandmother,
We sat in a crowded conférence room in
the intensive care unit or ICU. Six members
of Janice MaxwelPs family were présent —
her daughter, Evie, and her husband, Frank;
her son, Ellis, and his wife and their son,
Ellis Jr.; and Cici, a niece who lived next
door to Mrs. Maxwell. In addition to myself,
there was Dr. Carrick Utley, an oncology
feilow rotating through our service, Dr.
Christine Geffen, Mrs. Maxwell’s current
attending critical care physician, a Consult
ing neurologist, a nurse practitioner from
the cardiology team, the primary nurse taking care of Mrs. Maxwell today, as well as
one of the ICU social workers and a chaplain.
Members of two additional specialty
teams (infectious disease and cardiothoracic
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surgery) that had consulted on Mrs. MaxwelPs care could not be présent. Neither
could our patient. Janice Maxwell was being
ventilated — breathed for — in ICU room
11. There were important decisions about
her care that her family and health care
teams needed to discuss this afternoon.
At about two o'clock I had paged Carrick,
who was in his second of four weeks with
our service, a recently added requirement
of DartmoutlTs Hematology-Oncology fellowship program. He had spent the morning seeing patients in clinic with Betty
Priest, one of our teanTs nurse practitioners,
and Laura Rollano, our social worker. I
wanted him to join me for the upcoming
ICU family meeting.
We arrived at Mrs. MaxwelPs bedside
while her family was still gathering in the
ICU waiting room. Carrick and I briefly
evaluated Mrs. Maxwell. We spoke to her,
letting her know who we were and that “we
are here to check on you,” and touched her
hand and her brow. We looked for any
response. There was none. We took note of
the hve IV drips and the current rates of
each médication. Carrick jotted data from
the monitors, recording her puise, bîood
pressure, oxygen saturation, and the settings
of her ventilator. He and I discussed her
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médication dosages and overall condition
with her nurse,
At sixty-nine, Mrs. Maxwell’s health had
not been good for many years. In addition
to being overweight, she had high blood
pressure for which she took two pills daily,
and diabetes for which she took two types
of insulin. Each morning she injected a
long-acting insulin, and when her finger
stick glucose tests were high after meals,
she gave herself an injection of short-acting
insulin. Until now, however, she had never
been seriously ill.
Three weeks ago, Mrs. Maxwell developed
a fever and generalized achiness. Then,
while sitting at her kitchen table clipping
discount coupons from the weekend Valley
News, she suddenly became blind to anything in her right field of vision and felt
dizzy, as if the room were spinning. Her
niece, Cici, was upstairs and heard her aunt
cali out, which Cici described as a loud
grunting. When she saw her aunt on the
kitchen floor, she immediately called 911
and comforted her until the ambulance arrived and the EMTs (emergency medical
technicians) whisked Mrs. Maxwell away to
the local emergency department. There the
doctor readily diagnosed a stroke, but also
astutely recognized the constellation of

fever, diffuse aches and pains, and localized
neurological déficits as symptoms and signs
of endocarditis, a bacterial infection of one
or more valves in her heart. The emergency
department doctor documented a characteristic rash and small hemorrhages that looked
like tiny splinters under Mrs. MaxwelPs
fingernails. Blood was drawn for laboratory
tests, including bacterial cultures, an IV was
started, and she was transferred to
Dartmouth-Hitchcock Medical Center.
Mrs. MaxwelTs infection likely began with
a sore on the side of her leg. Now deep in
her heart, the blood cultures and echo
cardiograms revealed clusters of staphylococcus on the cords and leaflets of her
aortic valve that were sending infected
débris into her circulation — like micro
scopie bacterial barnacles swept along in
the current. Some landed in her brain where
they blocked small arteries and caused sudden symptoms. A few of her symptoms —
her dizziness and confusion — initially
improved over the first day as spasms in the
walls of arteries acutely affected by the emboli gradually relaxed. However, these were
not simple blood clots or fragments of
atherosclerotic plaques. Each embolus was
a minute bit of pus. Everywhere they landed
a bacterial infection was sown. Each infected
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arteriole in the brain’s circulation was
capable of bleeding, Ail of this explained
Janice Maxwell’s sudden loss of vision, the
vértigo, and her waxing and waning leve! of
awareness.
Her brain was not the only organ affected
by the acute condition. Some of these bacte
rial emboli landed in the kidneys and vari
ons muscles, and some in the tips of the
capillaries in her fingertips. But the lésions
in her brain were the most dangerous
threats to her imminent survival and longterm recovery.
On admission to the hospital Mrs. Maxw ell’s condition was tenuous. She was
sleepy and seemed not to notice her loss of
vision to her right. When asked by the
nurses and physicians at DHMC, she placidly said she understood where she was.
Also, whenever asked, she told them she was
not in pain. Within forty-eight hours of her
admission to DHMC, Mrs. Maxwell began
to improve. Antibiotics seemed to hait the
progression of the infections in her heart
and brain. As the intravenous médications
seeped into tissue fluids throughout her
body, the infection and inflammation began
to wane everywhere else the bacteria had
landed. Her fever subsided. Her condition
became less immediately life threatening.
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She was slightly more alert and able to enjoy
a few spoonfuls of applesauce and Jell-O.
At 6:22 the evening of her third hospital
day, Mrs. Maxwell suddenly became unresponsive and her breathing became shallow.
Her daughter, Evie, and Evie’s husband,
Frank, had been visiting in her room and,
alarmed by the abrupt change, immediately
called for Mrs. Maxwell’s nurse. The hospi
tales emergency response team — “HERT
team55 for short — was called and she was
intubated. The critical care fellow stood
above Mrs. M axwell’s head as she lay
motionless on her back. He opened her
mouth with his thumb, slid the blunt metal
blade of the laryngoscope over her tongue,
lifted her tongue until he could see her
larynx in the light of the scope, and passed
a plastic tube the width of her index flnger
through her vocal cords and into her trachea. The other end of that endotrachial
tube was then firmly connected to a
football-size bag of oxygen, which was then
held and rhythmically squeezed by a respiratory therapist who walked alongside Mrs.
Maxwell as she was moved, bed and ail, to
the ICU.
On arrivai, an ICU nurse took over “bagging55 Mrs. Maxwell, while the respiratory
therapist reconnected the endotrachial tube
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to a mechanical ventilator. Ever since — for
the last twenty-two days — the ventilator
had generated a breath up to fourteen times
a minute, every time four and a half seconds
went by without Mrs. Maxwell drawing a
breath on her own.
A new CT sean showed a new shower of
fifteen or more small strokes. Neurologically, this was a major setback. Although
people can improve, sometimes surprisingly,
in the early days or even first few weeks after
a stroke5 the cumulative impact of Mrs.
Maxwell’s successive strokes portended ill.
From a cardiovascular perspective, she
was stable, at least for the moment. But her
aortic valve was damaged by the staphylococcal infection and at high risk of failing.
And were her aortic valve to fail, the strain
on her already stressed heart muscle would
likely kill her within minutes. At best, the
infection could be suppressed for weeks or
even months. Any cure would require surgery to replace her infected aortic valve with
a mechanical one (her heart was too large
for the bioprosthetic valves made from pig
hearts or from human cadavers). Unfortunately, her strokes would preclude the blood
thinners that are needed after a mechanical
valve replacement to prevent clots and emboli. In this case, anticoagulant médications

would almost certainly cause signilicant
bleeding in her brain. It was a damned-ifyou-do, damned-if-you-don’t situation. Yet,
even without those complicating factors,
Mrs. MaxwelFs other health problems,
inclnding diabetes and her five foot, three
inch, 280-pound body habitus, led the
cardiovascular surgeons to believe she
would not survive the surgery. In their written consultation, the CT (cardiothoracic)
surgery team did not offer to operate, but
suggested continued aggressive medical
management and offered to reevaluate in
several weeks if her condition improved.
As we met in the ICU conférence room
on this mid-November afternoon, Mrs.
Maxwell’s overall medical condition was
bleak. Since the day she was urgently transferred to the ICU, she remained minimally
conscious. Unlike most patients who require
pain and sédative médications to suppress
coughing or involuntarily “bucking” the
ventilator as it pushes compressed, oxygenated air into their windpipes, she tolerated
it ail without médication. That was not a
hopeful sign.
The large majority of every day she was
completely unresponsive, making no movements and lacking any visible response to
someone’s voice or to being touched. Oc-
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casionally, just once or twice during each of
the last few days, she made a facial expres
sion or seemed to grip someone’s hand, but
it was hard for any of the doctors or nurses
to tell whether the movements were purposeful or merely due to muscle reflexes.
Dr. Geffen, the critical care specialist currently in charge of her care, consulted our
Palliative Care Service. She wanted us to
assist Janice Maxwell’s family in clarifying
goals for her care in the context of her stable
but dire condition. On the administrative
data collection sheet we use to monitor
referrals to our program, “clarify goals of
care” is the most commonly indicated
reason we are consulted for hospitalized
patients. Dr. Geffen hoped we could help
the Maxwell family understand and sort
through treatment decisions concerning
long-term ventilation and medically administered nutrition and hydration that needed
to be made.
When I spoke to her, Dr. Geffen described
the Maxwells as a devoted family whose
members were having difficulty adjusting to
the severity of the patient’s condition. It
was a particularly difficult situation, she felt,
because on any given day Mrs. Maxwell was
neither improving nor deteriorating. However, the consensus among the medical

teams involved in Mrs. MaxwelPs care was
that her prospects for long-term survival
were slim and her prospects for recovering
any semblance of independent function
slimmer still.
I had briefly met Mrs. Maxwelfs daughter,
Evie, and son-in-law, Frank, before the
afternoon’s meeting. About 6:20 the prior
evening, I had stopped at her bedside, arriving just as they were leaving.They were both
wearing jackets over work clothes. Evie wore
a Shaw’s supermarket smock and Frank a
mustard yellow poplin shirt with his name
and the logo of a heating oil company. I
introduced myself, briefly explained the role
of our palliative care team, and said that I
would be involved in the next day’s meet
ing. They acknowledged the gravity of Evie’s
mother's condition and thanked me for
coming by. They apologized for being unable to visit longer, explaining that they
needed to get home to their teenage son
and household. Brief as it was, the encounter set a friendly tone for the conversations
to come.
This afternoon, Carrick and I stood with
the Maxwell family for a few minutes in the
busy inner corridor of the unit. As an earlier
meeting was ending and people filed out of
the ICU’s only conférence room, I ex-
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changed polite smiles and nods with several
nurses, residents, and a housekeeper who
passed by. Our palliative care team members
are familiar faces and ñames in the ICU, a
result of working closely with the critical
care teams.
Connie Pollock, the ICU social worker,
had text-paged each of the doctors and the
nurse practitioner involved a few minutes
earlier, reminding us of the meeting. Now,
she and I acted as ushers to get everyone
into the room. Members of Mrs. Maxwell’s
family took seats around one end of the
long, oíd, blond oak conférence table, sitting in sturdy, stackable gray plastic chairs
that are ubiquitous throughout the medical
center. The walls were a cluttered mosaic of
flyers announcing upcoming conférences
and a going-away party for a nurse, and
quality-improvement project posters with
graphed monthly scores of ventilator acquired pneumonías and intravenous line
infections from August to October. On a
large whiteboard that occupied half of one
wall, handwritten diagrams and formulas
for calculating vascular résistance gave
evidence of a re cent teaching session.
As soon as everyone was settled, Connie
nodded to me and I spoke,
“Helio, everybody. For those of you I

haven’t yet met, Fm Dr. Byock, I am with
the Palliative Care Service. Since there are
a number of us here, I suggest we start by
introducing ourselves to one another.” I
turned to the woman on my right who nod
ded in récognition.
“Thanks, Dr. Byock. I am Evie Chandler,
Maxie’s daughter.”
“I am Frank Chandler, Evie’s husband,
and Maxie’s favorite son-in-law.” He smiled
beneath his Red Sox hat. His comment
generated muted chuckles from other mem
bers of the family. One muttered it was only
because Frank was her only son-in-law.
The light but respectful tone persisted as
each person, in turn, family and clinicians
alike, gave his or her ñame and relationship
to Mrs. Maxwell and her care. Thus, the
meeting began. Each member of Mrs.
Maxwell’s family, doctors, and staff introduced themselves in turn. Then it was tíme
for me to get to the purpose of our gathering.
There were two decisions that needed to
be made — if not today, then very soon.
One concerned whether or not to place a
tracheostomy tube for long-term mechanical ventilation. The other was whether to
place a PEG (percutaneous endoscopie
gastronomy) tube for nutrition and hydra-
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tion. Both procedures required formai
consent, Assuring a clinically Sound and
ethical process for making decisions about
Mrs. MaxwelPs care was the immédiate
reason for meeting. Of course, it was not
just the risks and potential benefits of these
procedures that warranted discussion, but
also her overall condition, prognosis, and
care in general that needed to be discus sed.
As the facilitator of the meeting, I felt it was
important for the discussion to be grounded
in the life and person of Mrs. Maxwell.
The clinical teams knew an enormous
amount about her organ funétions and the
intímate anatomy of her brain and heart,
but none of us had ever met her before her
stroke. We had spoken to her, but never with
her.
uWe hâve a number of things to discuss
today about Mrs. MaxwelPs condition and
at least two treatments to consider. But
since I hâve not previously met you and
hâve never had the opportunity to meet
before her illness, I thought it would be
helpful to get a sense of who she is. I know
that she is widowed and owns a bakery. But
that is ail. I do not even know where she
grew up. So, if you don’t mind, I wonder if
we could spend just a few minutes talking
about her as a person: her history, what she
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has done in the remóte and recent past, and
the things she likes and dislikes ”
Evie began. She described Mrs. Maxwell
— whom everyone affectionately called
“Maxie” — as a dynamo. Anticipating our
unspoken préjudices, she remarked that
people were surprised that someone as big
as her mother could hâve so much energy
and be in constant motion. She had grown
up in Albany, New York, and moved with
her family to Vermont when she was in high
school. She and her future husband, Elbert,
met in their early twenties, when both were
working at a summer camp in the Green
Mountains. After he returned from World
War II, he went to work as a machinist. She
baked for several area restaurants, but was
primarily mother to the couplets son and
daughter. Elbert died suddenly in 1989.
With their children grown and on their own,
Janice started her own catering business a
year after Elbert’s death, She also found the
time to chair the board of the county’s food
bank and organize its holiday collection
drives.
In decades past, the town’s police chief
and school officiais knew that Janice and
Elbert Maxwell were always willing to take
in a troubled child or teenager for a few
days — and sometimes longer — until other
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arrangements cernid be made. A few of those
kids stayed a lot longer and became members of the extended Maxwell family.
Every member of that family présent at
the meeting described Janice Maxwell as
the best mother, aunt, sister, and grandmother anyone could hâve. She was constantly calling and asking about things they
were doing. It was not because she was nosy
— she was genuinely interested and very
much a part of ail of their lives. Her granddaughter and niece said that Maxie knew
everything about them: what classes they
were takïng, when their exams or major
papers were due, what they were doing in
sports and clubs, even what boys they were
dating! Cici said that she had taught Maxie
to text and they exchanged at least two or
three messages a day.
I thanked them for their descriptions. It
had taken ail of six minutes, but in that brief
time those of us who knew Mrs. Maxwell
only as a patient got to see her as a whole
and vibrant person. I think we ail better
understood her family’s predicament: their
hope for her to live, their burden of deci
sions, their pressing fear and looming grief.
The few minutes of conversation would enable us to better care for her and support
ail of them.
73

I asked the critical. care doctors to review
Mrs. Maxwell’s current condition and the
rationale for both procedures. Dr. Geffen
described her condition as generally stable,
but was careful to add, “She continues to
be critically ill.” She explained that a tracheostomy involves surgically placîng a
short plastic tube through the skin of a
patient’s neck and into her trachea, just
below her larynx (or AdanTs apple). The
“trach” would protect Mrs. Maxwell5s vocal
cords and the narrow portion of her windpipe. The PEG involves surgically placing a
plastic tube about the width of a fountain
pen through a patient’s abdominal wall to
deliver nutrition and hydration directly into
her stomach. The Consulting neurologists
explained that if the infection could be
halted, it could take many weeks to see
improvement in Mrs. Maxwell’s level of
awareness and function, but that she would
likely require substantial care for the rest of
her life.
No one was suggesting that any of her cur
rent treatments be withdrawn — at least not
yet. But there was an unspoken awareness
that, at some point, more treatment might
not be what was best for her. At some point,
we would likely need to discuss how she
could die. Probably not today, but in ail
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likelihood soon.
Even without stating that a patient is dying, by broaching the possibility — suggesting that it would be reasonable to not
escálate treatments further if the condition
were to worsen or even consider withdrawing life-sustaining treatments — twentyfirst-century doctors are in a difficult situa
tion. People come to doctors to save their
lives, not to be helped to die. In these times,
doctors may risk being fired by a family for
suggesting it would be reasonable to let a
person die. People demand second, third,
fourth, and fifth opinions. For the persistent,
there is always a more famous medical
center where they hâve “real specialists” for
this or that condition.
It is not just me and my ilk of palliative
care physicians who are at risk of being
fired. I hâve seen highly respected surgeons,
intensivists, and oncologists fired from cases
by angry patients or families for suggesting
that further treatment would be futile. Often
care is simply transferred to a doctor willing
to persist. If that is not possible, a medical
center’s ethics committee gets involved in
an effort to reach agreement. Only if this
course of action fails to résolve the conflict
is the matter brought to a court for a judge
to hear. This process can take months. Not
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uncommonly, the patient dies before any
decisions are made.
Sawy and assertive advocacy is a powerful and often essential factor in getting the
best care possible. To be effective, advocacy
must be rooted in the reality of what is pos
sible and directed at obtainable goals;
otherwise, it can be counterproductive.
It is important to make sure doctors donfi
give up treatments too soon on someone.
Without ill intention or incompétence on
the part of doctors, occasionally people with
complex but treatable conditions are told
that there is nothing else to be done to
extend their lives when, in fact, there may
be. It is worthwhile to be wary of a single
physician’s sophistication, expérience, or
personal values — or a single medical
center’s technical capacity — and not let
either unduly limit a patient5s treatment op
tions.
At the same time, it is im portant to
acknowledge the biological limits of treat
ment. Even the most sawy and assertive
individuáis who are incurably ill — including those who choose ail aggressive treat
ments — eventually die.
In my expérience, when a patient5s disease
is clearly progressing and complications are
accumulating, the condition itself serves as
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a coimselor for both the ill person and his
or her family. By continually eroding quality of life or requiring ever more médica
tions t o lessen suffering, a person’s deteriorating State of health eventually brings even
the most relucían t of their friends and rela
tives to realizé that the person they love is
dying.
Fve learned it is better to earn people’s
trust and stay involved. Our team earns
trusta fîrst, by attending to patients’ most
urgent needs, such as managing pain or
other distress. Second, concomitantly, we
build relationships by regularly offering
information about the patient’s condition,
explainîng what it means, and responding
to questions in whatever depth patients and
families desire. As changes warrant, “explaining what it means” encompasses dis
cussion of the implications of the patient’s
current condition on the person’s survival
and the prospects for réhabilitation and
likely long-term ability to function, along
with corresponding caregiving needs. wExplaining what it means” is typically both
labor- and time-intensive, T hat’s okay.
Communication is not ancillary or a chore
in palliative care; rather, it is the core
therapeutic medium of our discipline. The
time it takes palliative clinicians to ef77

fectively listen, convey information, and
respond to questions and concerns is not
time taken from our medical practice; it is
the practice.
This palliative approach of building trust
by managing symptoms, attending to family
concerns, therapeutic communication, and
continuity is intensive care of a different
sort. It is certainly expensive, in terms of
clinicians’ time and energy, but it is also
better in the long run by being both effec
tive and efficient. In this manner palliative
care compléments critical care by enhancing quality (and patient and family
satisfaction). Expensive as this approach to
care is, compared with being at odds with
patients and familles, and having to résolve
and manage conflict, best practices of this
sort usually consume a lot less time and
resources.
Intensive, lifesaving treatments were essential to the best possible care when Mrs.
Maxwell had arrived at the local emergency
department, was transferred to DHMC’s
emergency department, was admitted to the
hospital, and was later transferred to the
ICU. However, on the day we met, things
were different — or, in this instance, not
different enough. Her prognosis was increasingly bleak. Her family was struggling to
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determine what the best care for Mrs.
Maxwell was now , We ail were. They still
hoped for a cure.Yet within the last week or
so, most members of her family had corne
to realize that it wasn’t going to happen.
Still, it is one thing to know that someone
you love is dying and another thing to say
it.
These were literally life-and-death deci
sions. Without the ventilator to breathe for
her, she would likely die within a few
minutes. Without medically administered
nutrition, she would die within weeks.
Without medically administered fluid, she
would die within days. A decision regarding
the tracheostomy was most pressing. Eventually the inflated plastic cuff around the
endotrachial tube would cause pressure
sores and scarring around the lining of her
windpipe. As a general guideline, it is
prudent to perform “a trach” after two
weeks of intubation, and at twenty-two days,
a decision was needed: to proceed or to
withdraw the tube and, therefore, disconnect her from the ventilator.
I thought to myself that it would hâve
been helpful for her family if Mrs. Maxwell
had an advance directive on ñle. Advance
directives — a living will or a durable power
of attorney for health care — are legal docu
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ments in which people can State their
preferences for care if they are seriously ill
and not able to make decisions for themselves. If one existed, I could hâve used it to
inform the conversation of the meeting. As
it was, in common with nearly 75 percent
of adults in America, she had never completed one.
Mrs. Maxwell’s condition and the treatments being considered exemplified the
situation these documents were created to
address.
A durable power of attorney for health
care document formally ñames a person to
speak for you if you are seriously ill and unable to speak for yourself. A living will
provides information about your preference
for treatments if you become terminally ill
and are unable to make your own decisions.
Over time, these documents increasingly
hâve been com bined as two sections of
single forms. Advance directives are legally
recognized in every State. And States generally recognize docum ents com pleted in
another State.
In New Hampshire, where Mrs. Maxwell
was being cared for, by State law a power of
attorney document is necessary to confer
formai decision-making authority for an
incapacitated adult to a spouse, child, or
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parent. Without such a document, no indi
vidual had final authority to make important
decisions about Mrs. Maxwell’s treatments.
Nevertheless, as physicians responsible for
her care, we turned to Mrs. Maxwell’s family to help us clarify goals of care and, as
partners in the process, of making these
critical decisions. In fact, even when an
advanee directive exists, and while recognizing the authority of the individuáis appointed in the document, we try to foster
agreement among participating famiiy
members in defining each patient’s goals of
care.
I decided to see if Mrs. Maxwell’s famiiy
had a sense of what she would hâve written
in an advance directive. I asked what famiiy
members thought Mrs, Maxwell would say
about her care, if she could speak for herself
today.
Evie looked down at the table and chuckled to herself. Then she raised her head and
spoke, recalling an occasion when her
mother had talked about a neighbor who
had suffered a paralyzing stroke. “I remember Mom said that she wouldn’t want to
Uve if she couldn’t cook, eat, and ‘wipe my
own assP ” Hearty laughter signaled broad
agreement.
Ellis, Evie’s brother, said that he was sure
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their mother would think that lying in an
ICU this long was ridiculous and would
want to be put out of her misery. Frank and
Ellis’s wife both nodded. Ellis Jr., who I
guessed to be in his mid-twenties and had
explained during the introductions that he
had lived with Maxie during his senior year
in high school, agreed that she would not
want to be kept alive on machines.
For a few minutes, there was a gathering
consensus that Mrs. Maxwell would prefer
to die gently and I thought that perhaps
today was the day. But then her niece, Cid,
who had been quiet since the discussion of
Mrs. Maxwell’s history, spoke up.
“It isn’t right just to let her die,” she said
softly, looking down at her hands held
together resting on the conférence table.
“Only God can take a life.”
The comment blew through the room like
a winter wind through an open door.
Around the table, the atmosphère suddenly
chilled and people gathered their shoulders
to their necks and looked down.
I later learned that Cici had battled alcoholism and drugs during her own teenage
years. A little over two year s ago she joined
AA and had been clean and sober since.
She had embraced Christianity as part of
her 12-step program. Maxie had been a big
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part of Cici’s recovery.
Evie broke the uncomfortable stillness.
“Cici, no one is talking about killing Maxie.
But she is not getting well.”
“But she still can. They haven’t said she
absolutely can’t get better. Other people in
her condition hâve gotten better — even
after years in a coma. Miracles happen, you
know.”
Miracles do happen. Sometimes against
ail odds and without explanation deathly ill
people suddenly become better. There’s no
denying it — and I wouldn’t want to. It
seems the nature of miracles that they hap
pen rarely. Still, who is to say a miracle
could not happen here?
If I had known the Maxwell family better
—if I had had the time to earn their trust
— I might hâve taken a more assertive tact.
I might hâve asked Cici to consider that
Mrs. Maxwell could hâve died abruptly that
morning in their kitchen and that her initial
survival was already a miracle. I might hâve
suggested that the past few weeks hâve given
her and her family precious time to spend
with her aunt and the chance to support
one another. If I had known Cici better and
had been more aware of her devoutly Chris
tian beliefs, I might hâve asked her to share
with me her understanding of how people
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whom God loves e.ventually die. I might
hâve gently confirmed that she believed that
God loved her aunt Maxie, When she said,
“Yes, of course God loves her,” I would hâve
asked Cici if it were possible that God5s will
was already being done?
But on this day, having just met them ail,
saying any of these things risked going too
far. The question of miracles effectively
foreclosed any considération of allowing her
to die today.
The tenderness of Cici’s plea and her
family’s need to support her in her dévotion
to Maxie were apparent. I tried to assure
Cici that no one was trying to play God or
in any way lessen her aunt5s chances of get
ting well. I said we were ail trying to respect
her wishes, recognizing that even with
intensive care Maxie was at very high risk
of dying. Cici made eye contact with me
briefly, but mostly looked at her hands resting on the conférence table. She did not
seem angry, just sad and hurting.
As the meeting drew to a close, the family
and we assembled professionals came to the
decision to give treatments a little more
time and jointly agreed to proceed with the
tracheostomy and PEG tube. Both would
be done in the operating room the next day.
With those major decisions made, I asked
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if there were any limitations on her treatments that the family would want to set. I
specifically discussed CPR and the use of
vasopressors, médications that tightened
arteries and made the heart beat faster and
stronger, but at the cost of straining the
heart and other organs. Her family — with
Evie and Ellis taking the lead — decided
that treatments should not escálate any
further. This meant that if her blood pres
sure dropped due to a new infection or sudden heart problem, she would not be treated
with “pressors.” If her heart suddenly
stopped, no one would push on her chest
and no electrical shocks would be administered to her heart. Cici sat in quiet acquiescence during that part of the discussion.
She seemed satisfied that she had prevailed
in a room of her elders and was protecting
her aunt from a prématuré death.
I assured members of her family that our
team would be checking on Mrs. Maxwell
daily and doing whatever we could to
enhance her comfort. I was scheduled to be
the physieian on service this Thanksgiving,
so I said I would be looking in on her
personally. I asked if they would like us to
bring a CD player and her favorite music to
her room. Yes, they said that would be good.
“She loves Elvis Presley and Johnny Cash,5'

Ellis said. “And anything by Garth Brooks,”
Cici added.
“Okay,” I said, “I know we hâve some El
vis and Johnny Cash. I will hâve one of our
volunteers bring a boom box to her room
and a sélection of music. Feel free to bring
more. Please also bring a few photos of
Maxie if you hâve them. I would love to see
a picture of her in happier times. Pictures
will help ail of us to know her a bit better.”
We agreed and arranged to meet again at
three p.m. on the Tuesday afternoon after
Thanksgiving. I thanked them ail for C o r n 
ing and we slowly dispersed.
I agreed with the decision we reached as a
group, but I was not entirely at peace with
what had occurred. I wondered what the
meeting looked like from Carrick’s perspec
tive.
He and I would discuss the content and
process of the meeting later in the day and I
reflected on the things I wanted him to
learn from what had transpired. The meet
ing had included key éléments of physicianfamily communication and shared decisionmaking. Well and good. Yet the Tuesday after
Thanksgiving was twelve days from now; it
seemed a very long time in the future. I
knew, after ail, that Mrs. Maxwell was not
going to survive. It would be a fair criticism
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to say that in concluding the meeting as we
did — as f did — we had kicked the can
down the road. It would be easy to argue
that the operations she was about to undergo were pointless. Carrick and I would
discuss the collective, resource implications
of this situation, the other patients who
might benefit from that ICU bed — since
as usual, the ICU was full — and the
thousands of people across the country in
similar predicaments. There are 3,228
hospitals with ICUs and a total of over
67,000 ICU beds in our country, and many
are occupied by people who hâve been critically ill for weeks on end.
I planned to explain to Carrick my assessment that being more directive today would
hâve been heavy-handed. To some of the
family, if only out of loyalty to Cici, it might
hâve felt rushed. To Cici, it might hâve felt
cruel. Of course, as a physician in such situ
ations, I never know where the breaking
point lies, where trust will fracture, giving
way to confiict, unless I take a step too far.
In fact, despite the pressure on health care
resources, we could continue to treat Mrs.
Maxwell for her kidney failure, respiratory
failure, and heart failure, even if it were only
to give her family time to adjust to the reality that she could not get well. In our

hospital, on this day, as in hospitals across
the country, there were sufhdent resources
to do so. The financing of American health
care well supports such treatments. In many
parts of the world ICU beds and ventilators
are in scarce supply. Had Mrs. Maxwell
been intubated at ail in those countries, it
would be necessary now to remove life sup
port and allow her to die. But not in our
hospital, not in the United States, not today.
Not yet.
This clinical scénario is familiar to anyone
who practices in hospitals and ICUs, particularly within referral centers. Of course,
Mrs. Maxwell*s situation is unique. She is a
one-of-a-kind person with a unique life
story. Still, the basic set of circumstances
that had befallen Mrs. Maxwell and her
family occurs multiple times a month in our
medical center’s ICUs and multiple times
every day in hospitals across the United
States.
As my mind’s eye scanned the two main
ICUs at Dartmouth-Hitchcock, I saw snapshots of several other patients and families
who were currently in similar predicaments:
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Wa n d a S m i t h is twenty-seven years

old. A week ago she had an operation to
remove a large tumor that had wrapped

around her utérus, bladder, and rectum.
There is now no sign of cancer, meaning
she is likely cured. It wouid be a remarkable success, except that after the twelvehour surgery, she has yet to wake up and
is still not breathing on her own.
is a seventy-fiveyear-old husband, father, and grandfather who suffered a stroke while shaving one morning. A clôt formed in his
atherosclerotic middle cerebral artery,
one of the main branches of the carotid
artery, and caused mechanical blockage
and spasm of the arteries beyond the
clôt. Thrombolytic médications administered by the stroke team in the emergency department failed to improve his
condition. He cannot speak and makes
few intelligible responses. Mr. Gilbert
has been able to come off the ventilator
twice. Both times he breathed on his
own for fewer than twenty-four hours
before a sudden détérioration —likely a
mucus plug in a bronchus or aspiration
of saliva — resulted in the HERT team
being called and the endotrachial tube
being urgently reinserted. Now, as his
older brother has observed at his bedside, <£he looks tuckered out.”
DONALD G ILBERT
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IDA SA M U E L S is sixty-two and has

battled lung cancer for the past three
and a half years. Our team knows her
well and has followed her in the clinic
and during hospitalizations in conjunction with the thoracic oncology team.
Mrs. Samuels has never wanted to discuss her wishes for care if she were to
die because she felt doing so wouid
viólate her commitment to being posi
tive. For the same re as on, she has never
filled out advance directives. She was a
highly motîvated patient. As soon as
cancer was diagnosed, she quit smoking.
She went through aggressive chemotherapy and respiratory therapy, and had
half of her left lung removed. Within a
year, the cancer returned in her lung,
lymph nodes, and bones. That was when
she was referred to us, nearly eighteen
months ago. She had already lived much
longer than most people with similar
conditions. Since then she has spent
weeks in the hospital from pneumonia
that kept recurring due to narrowing of
the bronchus — or windpipe — to her
remaining left lung. Seven weeks ago,
using a fiber-optic bronchoscope, a pulmonologist placed a stent, which widened the opening. Now, however, pneu90

monia was back with a vengeance and
she was back in the ICU. In addition to
the pneumonía., there is infected fluid
around her lung — a condition called
empyema — which required a chest tube
to be placed through her skin, between
her left lower ríbs, to continually drain
the space between her lung and chest
wall. She is on a ventilator, sedated, and
paralyzed because she was obviously suffering and thrashing against the ventila
tor. She has an associated bacterial
bloodstream infection that is keeping her
blood pressure low and requiring low
doses of vasopressor médications.
KEVIN HARDY is a forty-two-year-old

man who had a sudden cardiac arrest at
the gym. Bystanders performed CPR
and the EMTs were able to reestablish a
pulse. Once at DHMC he underwent
emergency cardiac catheterization. A
cardiologist was able to lócate the blockage and open the clogged artery with a
small balloon and place a small expansile stent that looks like a Chínese finger
trap. The angioplasty was successful. His
heart problem was solved. To minimize
swelling and damage to his brain, his
body was cooled to 33° centigrade
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(91.4° Fahrenheit). Two days later, after
slowly rewarming him to 37° centigrade
(98.6° Fahrenheit), he remains densely
comatose with no sign of neurological
recove ry.
AND THEN THERE IS M R S. WALLACE in

one of the slightly larger, corner rooms.
Her story and her husband’s dévotion
had already made an indelible mark on
me and on many of us taking care of her.
At age seventy-eight Mrs. Wallace had
made good use of twentieth-century
medicine. She survived breast cancer in
1989 and went on to hâve bilateral hip
replacements and coronary artery bypass
surgery. She played golf and snowshoed
every year and felt well until early last
spring — it might hâve been in midApril, as she told the intern who took
her history on admission to the hospital.
She had felt tired for days on end and
lost her appetite. Blood tests her doctor
ordered showed an alarmingly high
white blood cell count and a bone marrow biopsy confirmée! that she had a
treatable lymphoma.
During the rest of the spring and early
summer Mrs. Wallace successfully com
plétée! three rounds of chemotherapy,
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tolerating recurring épisodes of mouth
sores and loss of hair. By midsummer
she felt like her old self. However, in
August she began slurring her speech
and dozing off in the middle of the day,
even at meals. Her thyroid was normal.
Scans of her brain showed some nonspecific white matter changes. A lumbar
puncture — also called a spinal tap —
confirmed that there was lymphoma in
her cerebral spinal fluid and brain. It was
no longer curable.
By then Mrs. Wallace was able only to
open her eyes briefly vvhen her name was
called. She occasionally clasps a hand
placed in hers. Her husband of fiftyseven years, retired Army Colonel Wil
liam Wallace, lovingly cares for her at
their home with the help of privately
hired nurses* aides. He calis the ambu
lance whenever she runs a fever and, as
a resuit, she has been hospitalized four
times throughout the late summer and
fall.
Mrs. Wallace had a PEG tube placed
nearly three weeks ago, She has been in
the hospital ever since. The procedure of
placing the PEG tube went smoothly.
However, Mrs. Wallace’s body would not
tolérate even a fraction of the amount of
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nutrient solution (similar to baby
formula) required to meet the normal
calorie needs of a person of her height
and weight. Her intestinal tract seemed
inert, unable to move or absorb the
liquid being dripped into her stomach.
Whenever the rate of formula was increased, she developed diarrhea, She
also ran “high residuals,” meaning that
fluid was just pooling in her stomach
and not moving through. Additionally,
and more problematically, despite being
kept propped at 30 degrees or higher,
Mrs. Wallace developed récurrent épi
sodes of coughing that were clearly the
resuit of formula refluxing up her
esophagus and down her windpipe. Now
she is back in the ICU with florid aspira
tion pneumonía, once again intubated
and on a ventilator. Mr. Wallace is a
constant presence at her side.
Each of these cases is unique — one-of-akind individuáis and circumstances. Yet
there are discernible thèmes.
To remain alive, each of these people will
need protection of their airway, and very
likely prolonged ventilation, as well as medically administered nutrition and hydration.
In each case the chance of recovering func94

tion is remóte. It is not just that the pros
pects are slim that the ill person will work,
drive, or even walk again. The chances are
infinitesimally small that any of these people
will ever again perform the most basic élé
ments of self-care: eliminating, washing,
brushing one’s own teeth, combing one’s
own hair, and feeding oneself.
Theír dependency does not diminish their
worthiness of our caring, but it is relevant
to the medical treatment decisions that need
to be made. Dependency alone is not a
reason to withdraw life-prolonging treat
ment. Quadriplegic people are dépendent
on others for the most basic éléments of
eare, but most achieve a satisfying “new
normal” and many lead active, productive
lives. In contrast, none of the ICU patients
I just described will ever again enjoy a meal
or a conversation, read a book, watch a
movie, surf the Web, or take a drive. The
distinction is valid. People may disagree
about what quality of life is worth sustaining and there is far from a social consensus.
But for each individual, it is relevant to
consider what quality of life the person,
him seif or herself, would consider worth
sustaining. I contend that the combination
of a life-threatening illness, complete physical dependence, and a quality of life that is
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devoid of value to the person whose life it is
constitutes reasonable rationale for decisionmakers to allow a person to die.
Of course, to families in pain things like
ethical analyses and rationale, clinical
categories and prognostic indicators ail
seem irrational and irrelevant.
Before his stroke, Mr. Gilbertos family was
looking forward to spending Christmas
together in Hilton Head, a dual célébration
of the holiday and their fiftieth wedding anniversary, Mr, Hardy, the forty-two-year-old
man “saved” by CPR, is the principal of a
middle school in New Hampshire’s Lakes
Région. After his cardiac arrest, the entire
town organized vigils and meetings and
draped trees and téléphoné pôles with white
ribbons in his honor. Wanda Smith, who has
yet to wake up from her cancer surgery, is
the mother of a twenty-two-month-old son.
Her husband and parents and brothers and
sisters are bereft, cannot envision a future
without her, and rarely leave her side.
Mrs. Samuels’s son and his wife and
young daughter visit every weekend, though
they only stay for a short time. They live in
Connecticut and hâve been kept at a dis
tance both literally and figuratively by his
domineering mother. Now that her lung
cancer has progressed and she is insensate
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in the ICU, they feel confiicted. They agréé
that she would never want to give up, but
they cannot bear to see her suffer and feel
that in her current physical State, she is
already dead. Colonel and Mrs. Wallace
hâve six children, eight grandchildren, and
two greatgrandchildren, at least four of
whom are in the ICU waiting room at ail
times. The colonel is always at her side,
stroking her arms and legs with lotion and
talking to her softly, Every day, with an
almost childlike innocence that is in contrast
to his engineering accomplishments, he asks
the nurses and doctors about new treatments for lymphoma that friends hâve suggested or he has read about.
Often I think that if a family could hear
the voice of the person who is critically ill,
it would help them come to a sound deci
sion. But even that would not be a panacea.
Making these decisions is sometimes just as
hard when people can speak for themselves.
Carrick and I stride past the corner room
of Ralph Barker, a chronically critically ill
patient in the ICU who is also in a difficult
situation, except that Ralph makes his own
decisions. I met Ralph (he doesnh like to be
called Mr. Barker) over two months earlier,
when the Palliative Care Service was asked
by the Critical Care Service to help Ralph

and his family clarify goals for his care.
Ralph is fifty-six years old, just a few years
younger than I am, but a role of the genetic
dice left him diabetic, prone to autoimmune
diseases, and chronically ill. His kidneys
stopped working when he was forty-nine
and his lungs are scarred from inflamma
tion and repeated infections. He has chronic
colitis with diarrhea and ulcerating skin
sores. He needs daily dressing changes to
ulcers on his legs and back, daily colostomy
care, and kidney dialysis three times a week.
He’s mostly confined to bed or a spécial
wheelchair, because he lost his right leg to a
bone infection a few years and more than
two hundred pounds ago. Despite ail this,
he had been enjoying his life at home,
mostly thanks to his devoted, selfless, and
utterly exhausted wife, S allie.
One day in early September, Ralph suddenly became septic; a profound infection
dropped his blood pressure and ability to
breathe. He almost died in the ambulance,
but after two weeks of antibiotics, mechanical ventilation, and round-the-clock nursing
care, Ralph is once again stable. Sort of.
Now he has a tracheostomy and still needs
a ventilator at night to breathe. Ralph isn’t
dying today, but he is dying.
He is also suffering. Above ail, Ralph says
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he doesn’t want to die. He’s never wanted
to think about dying and hates when we
bring up the subject. He’s never completed
an advance directive giving anyone formal
authority to speak for him if — but really it
is when — he becomes unable to speak for
himself.
Every time I see him, he pleads for two
things: for me to prescribe a medicine to
make him feel better and for me to send
him home. Panicked anxiety makes him feel
breathless even when his oxygen levels are
fine. Unless he’s somnolent, he craves more
doses of sédative médication, but that just
makes his breathing worse and makes the
prospect o f going home an ever-moredistant mirage.
He’s never told Sallie or any of his doc
tor s how he would want to be taken care of
if he couldn’t get well. It is no wonder she
feels overwhelmed. As if death were optional, Ralph wants everything possible
done to prolong his life, including CPR
when his heart eventually stops. He repeatedly tells us he wants to live and go home.
Instead, he’s confined to the ICU by failing
organ Systems and the choice he’s made to
accept technological support to stay alive.
In reality, state-of-the-art treatments can’t
restore anything resembling physical health

for Ralph. Since he isn’t interested in
exploring emotional or spiritual ways
through his thorny predicament, all any of
us seems able to do is prolong his dying.
In her book Refuge, Terry Tempest Wil
liams tells the story of her mother’s life with
illness, One day, during the last months of
her life, Williams’s mother reflected, “Dying
doesn’t cause suffering. Résistance to dying
does.” I think of this insight often as I meet
with and listen closely to people like Ralph,
as well as families of people who are critically ill.
People with a sick relative or close friend
sometimes ask me how someone would
know if they and their family are in this sort
of predicament in which résistance to dying
is causing suffering. While I am loathe to
give advice that can be misapplied to a
particular person or spécifie condition, there
are some conservative generalizations I can
offer.
If your husband’s cancer has continued to
grow after the first surgery and radiation,
and two or three successive chemotherapy
regimens, you may be getting close. The
hard truth is that oncologists use their best
drugs first. The answers to other questions
can help estímate how close: Has the cancer
spread to multiple places, including one or
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more of his bones, liver, lungs, or brain?
Has he developed blood dots, despite being
on anticoagulants? Has he lost weight? How
many weeks has it been since he had an appetite? How much help has he been needing to get around, climb stairs, even bathe?
If your mother has been in the ICU for
two or more weeks and things are not getting progressively better, you may be in this
predicament, Long ICU stays tend to be
worrisome from a prognostic standpoint. Is
she requiring a ventilator, or CVVH
(continuous kidney dialysis) or vasopressor
médications? When a patient has been in
the ICU for a long time, each of these treatments is a telling indication of persistent
organ failure. Count the number of Hiñes”
— IV, arterial cathéters, internai monitors
the number of tubes training internal
cavities, the number of wound dressings,
the number of antibiotics, the number of
sédatives she requires. The higher the
numbers, the more seriously ill people are.
To be clear; I am generalizing and there
are exceptions to everything I have just
described. However, if these situations
sound familiar, you and your family may
already be faced with balancing the quest to
live against the quantity of suffering that accompanies résistance to dying.

People who are physically healthy avoid
talking about dying, partly by assuming it
will be easier to discuss such matters “when
the time comes.” Yet, people who are sick
and their families discover that it doesn’t
always get easier. As illness progresses, it
sometimes gets harder. Sometimes even
bringing the subject up can feel disloyal, a
betrayal of a pact to get better.
These are as serious and unfunny as any
situations I know. Yet the most apt descrip
tion I know for this predicament comes
from the late comedienne Gilda Radner.
Her 1970s Saturday Night Live persona,
Roseanne Roseannadanna, famously observed about life in general, “If it’s not one
thing, it’s another thing. But it’s always
something.” Years later, she was diagnosed
with ovarian cancer, underwent extensive
treatments and experienced a sustained
remission, and became an outspoken, effec
tive advócate for people living with cancer.
She chose It’s Always Something for the title
of her book about living with cancer. Gilda
Radner died of the disease in 1989.
Everyone dies of something. Every time a
new complication develops, the doctors will
assign it a ñame, giving you another diagno
sis. It may be a new infection, or a new
source of bleeding, or clotting (and some-
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times both at once). Each diagnosis has a
potential treatment, which the doctors will
dutifully tell you about — if you haven’t
already looked it up online.
Yet when someone’s underlying illness is
progressing or their general condition leaves
them weak and with little chance of turning
things around, every decision to treat a
potentially lethal problem means the person
will have to eventually succumb to something else. The question then becomes:
What would be an acceptable way for you
— or the person you love so much — to
die?
That’s the question ail of us are eventu
ally called to wrestle with for ourselves and
for the people we love most in life. As a pal
liative care physician, it is my job to help
people in these unenviable situations to
clarify options and make whatever decisions
are best for them.
Carrick and I walked from the ICU
through automatic double doors onto an
inner, staff-only corridor. Except for a
housekeeper at the far end of the hall, we
were alone. For a while we walked without
speaking, each of us still pondering the
meeting and wondering what we would say
to the other. About a hundred yards from
our office, I said, “This job will keep you
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humble.”
Carrick laughs respectfully and after a few
steps farther, adds, “But then, as I have
heard you say, ‘We are just here to serve.5 ”
“Aha! You have been paying attention.” I
laughed with him. Humor and camaraderie
are good tonies for irony. As a physician,
sometimes being “here to serve” means offering the best of one’s mind and heart
without being attached to what happens, at
least not overly attached.
“You know the other thing I often say? ‘It
is not about us,5 55 I say. It is a remark
without irony, one best made in private —
senior physician confiding to a senior
physician-in-training. I spoke in the tradi
tion of a profession that has through the
centuries passed the craft and art of practice
from one génération to the next.
As a doctor teaching other doctors, I
deliberately cali attention to the pitfall of
developing an inflated sense of our own
importance. Doctors are important. But
ultimately, it is not about us. After ail, the
sole rationale for our profession is the wellbeing of others, primarily the patients we
serve. At the same time, I try to instill —
and model — the value and capacity of be
ing gentle with oneself. Ultimately, no hu
man being can fully control what happens
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to another. Some things are beyond the
grasp of medicine. We can, however, be of
service. We can show up, bringing whatever
benefits science and technology hâve to offer, while never losing focus on the persons
we serve. That has to be enough.
Sitting around the conférence table in the
Palliative Care office nibbling on grapes and
cookies left over from a No One Alone
volunteer meeting, Carrick and I debriefed
each other about the dynamics of the meet
ing. I explain why I said what I did — and
why I didn’t say more. It had been a hard
conversation for Mrs. MaxwelPs family to
hâve. Carrick also had the sense that if we
had applied directed pressure, we would
likely hâve pushed Cici beyond an emotional
breaking point and possibly evoked anger in
others. Tincture of time was called for.
Family members I hâve spoken with
months after such meetings hâve said that
during the discussion of treatment decisions
- with the very life of their wife or husband,
mother or father, sister or brother, son or
daughter hanging in the balance — they felt
their head spinning, their heart breaking,
and their world coming apart. Some hâve
told me that they could not hear what was
being said. Some could hear the informa
tion but only understand it intellectually, or
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the words were clear but it felt unreal. One
man described feeling unsteady, as if walking in a canoë, unable to take a step or make
a decision one way or the other.
That Tuesday after Thanksgiving never
came for Mrs. Maxwell. Instead, her family
and doctors reconvened at one p.m. on
Sunday of the holiday weekend. At about
3:45 Friday morning she stopped triggering
the ventilator at ail, and her legs and arms
stiffened and rotated into a “decerebrate
posture,” well recognized by doctors and
nurses as an ominous sign. It signaled that
pressure was rapidly building inside her
head causing downward force on her brain
and pushing her brain stem against the bony
ridge of the circular opening at the base of
her skull, which, in turn, causes normally
autonomie functions like breathing to stop.
The process is called herniation, and it is
léthal.
The neurosurgery résident on cali was
urgently paged to consult and administered
IV mannitol, a médication that draws fluid
out of the brain, dehydrating it to decrease
swelling. An emergency CT sean showed
new bleeding and swelling in the right side
of her brain, which shifted the rest of her
brain downward and to the left. The neuro
surgeons then emergently took Mrs. Max
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well to the operaiing room and installed a
drain through her scalp and skull and into
the pocket of blood in the right parietal lobe
of her brain to stem the buildup of pres
sure. This halted the impending herniation
of her brain and her imminent death.
Evie had been called at 5:20 Friday morning with news of her mother’s turn for the
worse and, in spite of the group's decision
not to escálate treatments further, gave
permission for the scans and subséquent
surgery. I saw Evie later in the morning,
when her mother had just returned to the
ICU from the operating room, and again
on Saturday afternoon after completing the
rest of my rounds. She had taken a leave
from her job managing the deli of a large
supermarket and was spending most of the
time at the hospital. Ellis and his wife and
son were visiting as well. Dr. Geffen was no
longer the critical care attending physician
for Mrs. Maxwell, but I spoke with Dr.
Rashid, the critical care fellow, who knew
Mrs. Maxwell’s case and her family well,
and we arranged with the family to meet on
Sunday afternoon.
We met in the same conférence room,
amid telltale evidence of a late Saturday
night staff meal of pizzas and sodas. I
quickly removed empty food containers and

unopened Diet Pepsis from the table and
pushed the overflowing trash container into
a corner. This time the only clinical staff at
the meeting were myself, Dr. Rashid, and
Jolene Hunter, her ICU nurse. The Maxwell
family was well represented by Evie and
Frank, Ellis and his wife, Ellis Jr., and Cici.
In the past two days Evie and Ellis had been
carefully updated regarding the changes in
her neurological condition, the scans, the
médications she had received, and her
surgery. They knew that her prospects for
recovery were now nonexistent,
After briefly reviewing the things that had
been done to maintain her physical condi
tion in the past week, I mentioned that, in
addition to ail the treatments, we were also
doing a few things intended to comfort and
honor Mrs. Maxwell.
Chaplains were seeing her every day and
praying over her. Her own minister had
visited twice — and was here now, having
driven over after their congrégation's Sun
day service. Our No One Alone palliative
care volunteers were also visiting daily and
making sure that the CD player was working and that there was music playing in her
room. A “Get to Know M e” poster was
taped on a fioor-to-ceiling sliding glass door
that formed the wall between her room and
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the common space of the intensive care
unit. On it her family had written that she
likes to be called Maxie, and next to “oc
cupation” had written, “the best baker and
mother in the world.”The rest was left blank
except for at least a dozen photos of Maxie
in happier times. She usually had an apron
on in the pictures, often standing in a
kitchen or behind a dinner table. There were
holiday pictures and one of Elbert and her
at a fair. In most pictures there were several
children, most of whom were clearly unrelated. On an old photo that had been
obliquely taped in place, she appeared to be
in her forties and was sitting behind a much
younger, trimmer Frank on a motorcycle,
holding her son-in-law tightly as he grinned
to the camera.
I had looked at every photo and now commented on the richness of their family life.
“I can tell that she will be sorely missed,” I
said.
Frank piped up in a groan. “Doc, she is
already missed/’ he said.
There was a moment’s silence, and then
Ellis Jr. laughed, which caused the rest of
the family to giggle self-consciously. The
medical professionals in the room sat quietly
clueless until Evie explained the inside joke.
Maxie was known to bake eight to ten pies
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for Thanksgiving dinner; there would be
pumpkin and peach and two kinds of apple
and coconut cream pies and at least one of
Frank’s favorite, a pecan-maple sugar pie.
This Thanksgiving he had to settle for just
apple and pumpkin and he had grinned and
borne the hardship.
The moment’s levity did not diminish the
solemnity of our discussion. Though it was
expressed with humor, Frank’s statement
expressed the stark fact that Maxie was irreplaceable. Things would never be nearly
the same. In so many ways, she was already
gone.They would still be a family connected
in their shared loved of Maxie. Even the
foster children she helped raise and friends
who were not related to Maxie by blood or
marriage would always share a bond of their
love for her and how important she had
been in their lives.
“When we last met, we had planned to
corne together again on Tuesday and I
expected that we would hâve difficult deci
sions to make about how long to continue
intensive treatments. As it happens, I think
that the biology of her condition is now
making those decisions for us.” I paused
before concluding, “It is fair to say that
nature itself has decîared that Mrs. Maxwell
is dying.”
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In discussions of this sort, I use the word
“nature” knowing that for religious people
in the room, it may be heard as a synonym
for God, That’s okay, I only presume to talk
about God with patients if I know what they
believe. Otherwise, I usually ask them to tell
me about their beliefs, if it would be helpful
for me to know. In learning about their
beliefs, traditions, and the language they
use, I can often communicate with and sup
port people ín little ways that can mean a
lot.
In that spirit and hope, I spoke softly to
Cici. “I know that you hâve felt that God
was lookíng after Maxie and that he had a
plan. Do you think it is possible he is calling her home?”
“Yeah. I think Maxie is tired and she is
ready to go to heaven,” she said. Her expres
sion was sad but composed. She was not
angry and seemed resigned.
“So, I sense people here are in sad agreement that the time has come to allow Mrs.
Maxwell to die.” I paused and looked at
each person in the room. Nods and eye
contact affirmatives ail around. Except for
myself and Dr. Rashid, people were touching or hugging the person next to them.
“I want to assure you that she will not feel
distress as the ventilator is stopped and en-

dotrachial tube is removed. Her death will
be gentle. We will medicate her with extra
doses of pain médication and a sédative —
and will be standing by if there is any hint
of discomfort. Sometimes people live for
minutes to a few hours after a ventilator is
stopped, but in this particular situation, I
expect she will die very quickly.
“We are not in a rush to do this. If you
wish to take a few hours to hâve family or
friends visit, please do.”
Evie and Ellis both had a list of people
whom they had notified and had been coming by throughout yesterday, last evening,
and this morning. They felt that they would
need only another few minutes at her
bedside with her, once again, the cerner of
the family, Their minister would say a few
prayers. They did not want to be présent
when she died.
This meeting lasted just twenty minutes.
Forty-five minutes later, I accompanied
Dr. Rashid during the procedure to withdraw the ventilator from Mrs. Maxwell. We
had not worked together in this manner
before. As a senior physician and as an
educator, I wanted to make sure before
proceeding that Dr. Rashid had a clear
understanding of the procedures. He and I
reviewed in detail what médications we
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would be giving, in what doses, and the
sequence of steps we’d take in discontinuing the ventilation.
While Mrs. Maxwell’s family and minister
visited and prayed at her bedside, Dr.
Rashid and I met with Jolene, her nurse,
and a respiratory therapist outside her
room. We discussed what we expected to
occur and agreed on the doses of fentanyl, a
narcotic pain médication, and midazolam, a
Valium-like sédative, to use and made sure
extra doses were immediately available if
needed. Since family would not be in the
room, we decided to leave the cardiac moni
tor on to follow the electrical activity of her
heart, while turning the audible alarms off,
Her family left her room and headed for
the waiting room.
As Dr. Rashid and I stood by, Jolene
administered the médications and the respi
ratory therapist turned off the ventilator and
disconnected the ventilator from Mrs.
MaxwelFs tracheostomy tube. She died
peacefully. There was no hint of struggle, no
grimace, twitch, or moan. The only percep
tible change as the cardiac tracings went
from a sinus rhythm at 86 beats per minute
to asystole — no beats at ail — was an
abrupt change in her color from flesh pink
to Steel gray.
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As Jolene cleared away now extraneous
equipment from around Mrs. Maxwell’s
bed, Dr. Rashid and I went to the waiting
room and informed Evie, Ellis, and the
other members of her family that she had
died peacefully. We invited them to spend
time with her body if they wanted to do so.
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B alancing A cts — W eighing
POTENTIAL B eNEFITS A gAINST
R isks and B urdens
When my good friend Herb Maurer was
diagnosed with a bad cancer, I knew he was
likely to die of it — so did he. In the treatment decisions that lay ahead, I didn’t want
him ju s t paüiated (a phrase I detest when
other doctors say it). Certainly, I expected
and would make sure that expert attention
was paid to Herb’s comfort and quality of
life. However, if there was a decision to be
made at the moment, plainly and simply, I
wanted him cured.
I remember the afternoon in March 2007
when he told me he was ill. I was walking
down the carpeted central corridor of the
medical center called Main Street. I thought
I noticed Herb’s distinctive hulking frame
in the distance, lumbering toward me
among the pedestrian stream. I was headed
toward the cancer center on the ground
floor and just approaching the rotunda, a
large open area with a broad granite115

countered octagonal information desk that
sits directly below a pyramidal glass ceiling
— the medical center’s landmark architec
tural feature. It is an intersection that has
the feel of a busy thoroughfare or mall.
Main Street was sun-drenched that spring
day.
“Herb, how are you? Haven’t seen you in
months,” I said as we shook hands.
Herb Maurer was one of the smartest oncologists and most dedicated physicians I
hâve ever known. He was prone to dress
informally, but his jeans and fiannel work
shirt were a bit worn and torn, even for
Herb.
He smiled wanly and said, “Well, Fve got
cancer,” in a mockingly matter-of-fact tone.
“What? What kind of cancer? Tell me
you’re joking, right?”
We were standing in windowed sunshine,
in the most public of places, with the medi
cal center’s professionals, outpatients,
vendors, and visitors coursing around us.
“No, it’s no joke. I got jaundiced over the
weekend and went to the emergency department. They ran a screening panel and, sure
enough, my LFTs [liver function tests] are
up. A CT sean showed a mass at the common duct. I just came from Greg’s office,”
he added, referring to Greg Ripple, an on116

cology colleague. “I figure I either hâve
panereatie cancer or a cholangiocarcinoma.
I am betting on cholangio because I am also
anémie ” By the end of his explanation, his
voice had assumed an academie tone, as he
wondered aloud about an interesting detail
of his own clinical présentation.
“I am headed right now to see Stu Gor
don for an ERCP to hâve him biopsy this
damn thing and see if he can place a stent,”
he said, his voice still slightly detached.
“Oh, shit, Herb,” I said. “How are you
holding up? How is Letha taking this news?”
In addition to being husband and wife,
Herb and Letha, who is also an oncologist,
shared a busy medical practice in nearby
Vermont
“Well, it sucks. She’s having a hard time, I
think. We are just taking things one day at a
time. I am likely going to need your services
before too long. But for now, I am going to
see what we can do. Fil need a PET-CT
[positron émission tomography-computerized tomography] sean later this week and
we’ll see if there is any chance of getting
this thing o u t”
I watched Herb head off to endoscopy for
his ERCP, short for endoscopie retrograde
cholangiopancreoscopy. The gastroenterologist, Dr. Stuart Gordon, would give him
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intravenous médications to relieve the pain
and sedate him. Then, as Mr. Thorsen’s
gastroenterologist had done for him, Stuart
would pass a flexible lighted scope through
Herb’s mouth and throat, down his esophagus to his stomach, and into his duodénum,
the first part of the smaîl intestine. Stuart
would identify the opening (or ampula)
from which bile from the liver and gallbladder and the digestive juices from the pan
créas flowed into the duodénum. He would
then thread a slender guide wire upstream
(retrograde) into the duct System and pass
a small plastic brush attached to another
wire through the scope. Any cells that were
collected on that brush would be sent to a
pathologist who could examine them for
evidence of cancer. Before removing the
scope, if possible, Stuart would pass a short,
thin metal stent over the guide wire and
position it within the duct to keep bile
draining into the duodénum.
The PET-CT sean Herb was scheduled to
hâve later in the week is a combined scanning technique for revealing sites of metabolically active tumors in three dimensions
corresponding to computerized images of a
person’s internai anatomy. In Herb’s situa
tion it was intended to find — or hopefully
exclude — sites of metastatic cancer. If
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présent, it would mean his cancer was Stage
IV and that surgery was out of the ques
tion.
Even now, he knew well that prospects for
surgery were slim. And yet surgery was the
only chance he had of cure. He knew that,
too. Today, there were no decisions to be
made. But Herb knew that he would likely
be wrestling with treatment options in the
near future,
He was painfully aware that his chances of
“getting this damn thing out,” as he put it,
were slim at best. Whether it was “cholangio” or pancreatic, very few people survive
cancer in this région of the body, Those who
do usually hâve their cancers found by ac
cident, before the malignant growths hâve
caused any symptoms and before they hâve
spread, even microscopically. Nevertheless,
Herb was determined to exert due diligence
and hope for the best. It is what he would
hâve done if he were the oncologist for a
patient with the same condition. And as a
facu lty m em ber of D a rtm o u th ’s
Hematology-Oncology Fellowship program,
it is what he had taught dozens of
oncologists-in-training to do.
Herb became an oncologist before there
was such a thing. Early in his career, after
returning from a stint as an army physician
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in Vietnam, Herb gravitated toward treating
people with cancer. When he started in
practice the body of knowledge concerning
cancer treatment had not yet earned specialty status. He absorbed the science of oncology like a sponge and seemed to intuitively understand the myriad ways cancer
plays mischief — and wreaks havoc — with
people’s bodies. In addition to becoming a
consummate clinician, Herb conducted
early research in the treatment of lung
cancer that pushed the forefront of the fight
against the disease. And he was a driving
force in founding the Norris Cotton Cancer
Center at Dartmouth, where I now work.
But those descriptions barely begin to
describe the man, Herb was multitalented,
a man of strong beliefs — which he loudly
voiced — on everything from the right treatments for lung cancer to national politics,
from raising children to gourmet cooking,
from furniture making to visual arts — and
an irreverent, uproarious sense of humor.
Having dinner with Herb and Letha would
always stimulate and nurture my palate,
mind, and soûl.
He was an imposing figure. Herb’s tall,
muscular frame, bushy, full-curl, handlebar
mustache, booming voice, and sartorial
preference for checkered flannel shirts made
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for odd first impressions. Think Paul Bunyan meets Wilford Brimley. Herb tended to
mumble, makîng him sound like a baritone
with a mouthful of marbles and often making it hard to be sure what he was saying.
When he asked a question that someone
didn’t understand, he would repeat it
louder. Only occasionally did that help.
When he was annoyed or impatient —
which was not uncommon — his deep
sonorous voice sounded like rolling thunder.
Often you still couldn’t be sure just what he
was saying, but you knew he really meant
it!
For ail his bluster, there was not an
unkind spiculé of bone in Herb Maurer’s
body. Herb exuded warmth and most pa
tients fell in love with him within the ñrst
ten minutes. His melodious mumbles and
genuine concern melted people’s fears
(although I was never entirely certain they
understood what he said). A hug from Herb
could soothe a patient more than any
médication ever made.
No wonder they bonded to him. On ad
mission to the hospital people he cared for
would proudly identify themselves to staff
saying, “I am one of Dr. Maurer’s patient’s,”
The loyalty flowed both ways. Years after he
and Letha had left the medical center to go

into prívate practice together in a nearby
town, Herb would show up on weekends, in
a flannel shirt and snow boots, to make
social visits to any of his patients who happened to be in our university hospital.
Actually, except for the outer coat he carried and sneakers he wore, he didn’t look
ail that different that day at the rotunda.
“So, why don’t you check in with me later
in the week — or cali Letha,” Herb said. He
was ready to move on, Our chance encounter had lasted barely two minutes, but I
could sense that Herb wanted to stay focused on getting through his appointments
and sean. The appointment he had to get to
provided a good excuse to curtail our
conversation before it got too sad or senti
mental.
“Okay. Take care of yourself, will ya?” I
said, not even knowing myself what I meant.
“Yeah.” He waved to me as he headed off
to the fourth floor.
It didn’t seem real. As I walked on I realized I had just got a small dose of what
Herb and Letha must hâve been feeling the
past few days. It was disorienting. They
must be emotionally reeling, I thought, trying their best to maintain, or regain, an even
keel. His cancer had taken hold not just of
his body, but of his and Letha’s lives. I
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wondered what the best care was for Herb
now and what it would entail in the future.
It is a basic tenet of medical ethics that,
except in dire emergencies, consent from
the person being treated is required before
any treatment is administered. When the
patient is an underage child, parents are the
ones who consent. When the risks of a treat
ment are significant — such as surgery or
radiation or chemotherapy — formai “informed consent” is required, which usually
entails patients (parents or designated
decisionmakers) signing a consent form attesting that they understand and accept the
risks of the procedure.
The usual analysis of risks and potential
benefits is straightforward: imagine a simple
balance scale, in which the risks and poten
tial benefits are at either end of a plank,
supported by a central fulcrum. In this
idealized metaphor, the plank begins perfectly horizontal, representing equipoise in
the decision-making process, absent préju
dice or prédilection on the parts of either
physician or patient. Of course, every physician applies his or her own judgment before
ever suggesting a treatment to a patient.
Doctors are trained to go through a “riskbenefit analysis” in their own minds to see
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if the treatment is even worthy of considér
ation.
But as medical treatments for serious
conditions hâve become more sophisticated
— often more risky but also more effective
— ethical guidelines hâve evolved to respond to real-world complexifies.
Today best practice in informed consent
requires a process ealled shared decisionmaking. As the term implies, shared
decision-making entails the collaboration of
physicians and patients to examine the risks
and potential benefits of a proposed treat
ment, balanced against the risks and known
burdens of treatment in the process of C o r n 
ing to a joint decision about a treatment
plan. Although it seems almost self-evident
that decisions should be reached in this
manner, traditionally medical decisions
were made primarily, if not solely, by doc
tors.
One of the pioneers of this new, collabora
tive approach to health care decisionmaking is James Weinstein, an orthopédie
surgeon and health service researcher. In
the early 1990s, Weinstein was a prominent
spine surgeon who recognized that there
were pros and cons to operative and nonoperative treatments for back pain, even
when a discrète problem, such as a slipped
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disk, could be diagnosed, Although patients
who had surgery might feel better faster,
there were uncommon but very serious im
médiate perioperative risks. He also noticed
that by three or six months, patients seemed
to do fairly well in terms of pain and function whether they had had surgery or con
servative treatments, including physical
therapy. Dr. Weinstein felt it was incumbent
on him to carefully explain the risks and
potential benefits of back surgery, and for
the final decision to be one that he and his
patient shared. This process seemed intuitively sound and was warmly received by
patients. Weinstein convinced his coileagues
at DHMC’s Spine Center to make this
enhanced approach to informed consent
standard practice.
Within the medical center, Jim Weinstein5s
approach gradually earned broad support.
The Center for Shared Decision Making
opened in 1998. Situated on Main Street,
between the rotunda and the food court,
the center is in a prime location that is
intended to encourage walk-ins. There,
people can find printed or video informa
tion about common surgeries, and treatments for cancer, lung and heart disease,
kidney dialysis, and transplantations, and
can receive one-on-one counseling if they

wish. Someone who is healthy and considermg whether to dónate a kidney or portion
of their liver to a relative or close ffiend can
also find inform ation or get questions
answered at the center.
Nationally, Weinstein helped to establish
the Foundation for Informed Medical Deci
sion Making, which developed a series of
evidence-based booklets and videos to fully
inform patients who were considering
whether or not to undergo tests or treatments for health problems for which there
were no clearly right or wrong choices. The
list of situations that the foundation addresses continues to expand: Whether to
take hormone replacement therapy for
menopausal symptoms? Whether to hâve a
lumpectomy followed by radiation or a mastectomy if you’re a woman who5s been told
you hâve early stage breast cancer? Whether
to undergo a PSA (prostate-specific antigen)
screening test for prostate cancer if you are
a healthy fifty-year-old man? Whether to
hâve radiation or a surgical prostatectomy if
diagnosed with prostate cancer? In addition
to cancer, there are materials on whether to
treat your child’s attention déficit disorder
with médications, how to consider institutional versus home care for a parent with
dementia, and on and on. Ail of this repre-
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sents a dramatic shift from the way medicine
has traditionally been practiced, In providing evidence-based guidance directly to
patients and their families, the foundation
and DHMC’s Center for Shared Decision
Making are advancing an important trend
in health care for the twenty-first century.
In 2003 Jim Weinstein became the chair
of the Department of Orthopédie Surgery.
Under his stewardship, formai decisionmaking processes became part of the routine
évaluation for back and spinal surgeries. He
subsequently became director of The Dartmouth Institute for Health Policy and Clinical Practice, which advances decisional sci
ence and its application in practice, and in
2011 Weinstein became CEO and president
of Dartmouth-Hitchcock Medical Center.
It is fair to say that shared decision-making
is well established within the ethos of the
institution.
As an oncologist, Dr. Herb Mauer was
already well-informed. And by tempéra
ment, there was never a doubt that Herb
would be firmly in charge of decisions about
what types and how much treatment he
received. Yet, despite his many years of
doctoring — or more likely because of his
long clinical expérience — he continually
invited input and welcomed help from his
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doctors, friends, and family. Herb valued
the expertise and wise perspective of his
physician colleagues and did not make any
major decisions without their considered
opinions. Indeed, this collaborative approach had long been the way he practiced.
In deciding whether or not to hâve any
given treatment — and he had many —
Herb spoke at length with Greg Ripple, his
medical oncologist, and, depending on the
spécifie treatment, with Bassim Zaki, his
radiation oncologist, John Gemery, his interventional radiologist, and Stuart G or
don, his gastroenterologist. Also consistent
with the way he practiced oncology, Herb
wanted to be aggressive in treating his
disease, but not foolish.
He knew the score — down to the details
of every pitch. Ampullary carcinoma is
highly life-threatening and very often léthal.
It is actually slightly less léthal than either
pancreatic cancer or bile duct cancer, each
of which can cause idéntica) symptoms and
présentation. The only way to tell these dif
ferent diseases apart is by looking at tumor
cells under a microscope, conducting tests
of serum biomarkers, and examining the
genetic profile of the tumor.
People with cholangiocarcinoma, cancer
that arises from bile duct cells, generally
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survive between two and a half and just over
four years, depending on the size of the
tumor, whether it has spread to lymph
nodes or beyond, and whether there is
microscopie infiltration of cancer cells into
the outer lining of small nerves in the tissue
surrounding the tumor. Larger tumors,
those that hâve metastasized to lymph nodes
or the liver or lungs, and those with perineural invasion ail portend lower survival.
Within a week after being diagnosed — it
turned out to be a cholangiocarcinoma as
he’d suspected — Herb underwent a pancreoduodenectomy, a modified Whipple
procedure. It was a big operation that typically requires months of récupération as the
gastrointestinal track adapts to the change
in anatomy and digestion. But Herb sailed
through surgery and recovered with remarkable speed. His indomitability seemed in
tact.
The surgery had removed ail visible signs
of cancer. The edges of the tissues removed
— a portion of his duodénum, bile ducts,
and pancréas — showed no signs of cancer
under the pathologist’s microscope. Ail of
that was hopeful, but neither Herb nor his
doctors thought that the cancer was gone.
As soon as his wounds were healed, he
decided to begin an aggressive course of
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chemotherapy, intended to kill or at least
slow the growth of any remaining cancer
cells.
Most cancer chemotherapy drugs are toxic
to normal, healthy cells, particularly those
that divide and reproduce often — such as
cells lining the intestines, mouth, and hair
follicles, and the blood-forming cells in
bone marrow. Herb had been administering
these agents — and more toxic earlier drugs
— to cancer patients for years. He was ail
too aware of their side effects. Remarkably,
however, Herb once again sailed through.
Although his legendary appetite and diges
tion diminished for a while, and he lost a
few pounds, he maintained his strength and
for several months was even able to continue
seeing patients two days a week.
Herb was passionate about life, which was
why he fought so hard to preserve the lives
of others. The lust for life that marked
everything Herb did was undiminished by
his illness; if anything, his illness increased
his love of life. He was determined to use
whatever time he had to live well — at least
the time that wasn’t conscripted to tests,
outpatient treatments, or complications that
landed him in the hospital.
In outward appearances Herb3s overriding
focus was fighting the cancer. He was not
130

one to talk openly about his feelings or
prívate thoughts. But as his friend and one
of his physicians, I knew he was thinking
about the broader, personal implications of
his illness.
Roughly six weeks after his surgery, Herb
asked me to see him clinically. He explained,
“I am not there yet. But Td hâve to be
mighty lucky for this thing to go away, and
I don’t feel that lucky. You and your group
are good at helping people through this. I
want to make sure I don’t overlook something that is important. I particularly want
to do this right for Letha and my kids.” He
waved his hand in a gesture that telegraphed, “You know, the stuff you talk
about in your books,” before he said so
aloud.
Despite his gruff, burly exterior, Herb was
a physician who recognized the impact
cancer has on the inner, tender, most
personal aspects of people’s lives. Whenever
he referred patients to me he?d either buttonhole me at a Tumor Board meeting or
cali me up and tell me a bit about the
person he wanted me to see before they
made the appointment. Usually the people
he referred had one or more complicated
relationships and conflicts that were unresolved in their personal life.
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A few patients subsequently told me that
Herb had also suggested that they pick up
The Four Things That Matter Most, a book I
had written in whích I talk about the value
of people saying four things to one another
before good-bye: Please forgive me. I forgive
you. Thank you. I love you.
Now that he was ill, Herb took the advice
to heart. With the same honesty that marked
his treatment decisions, Herb had begun
thinking about what would be left undone
in his personal life if he died suddenly, He
told me it was time to get around to things
he had been putting off in the midst of a
hectic professional life.
Herb had been married before and his
first wife never forgave him for the sépara
tion. She remained angry with him through
ail these years and they had virtually no
contact. Herb wanted to reach out to her,
just to let her know that she still mattered
to him.
They were parents of a son and daughter,
now in their forties, whom Herb loved
dearly. In recent years their mutually hectic
lives made it hard to visit, and Herb felt he
didn’t see his older children and grandchildren nearly enough.
He and Letha also had children — three
sons who were now young men scattered at
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colleges across the country and Scotland.
His illness felt to Herb like a burden he
would be imposing on ail of them.
He brought up “the four things,” so we
started there.
“For sure,” it would be good to say those
things to each of his children, he said.
However, his sense was that his first wife
was still so angry with him that she would
not sit still for such a conversation. He
didn’t think she would even tolérate him
expressing his regrets and asking for forgiveness. I suggested he might write to her. In
that way he’d be able to say what he wanted
without the risk of heated émotions taking
him off message.
We also talked about what he might expect
in terms of a response from her. I reiterated
a guideline I hâve been teaching for years:
you can only be responsible for your side of
any relationship. If, as Woody Allen observed, 80 percent of success is showing up,
in situations of this nature, the other 20
percent involves arriving with good inten
tions. If our intentions are good and we are
willing to ask for and offer forgiveness and
express gratitude and loving feelings for
another person, we usually feel better for
having made the effort. Sometimes that
needs to be enough. If the other person
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responds warmly, that’s great. But, in matters of this sort, thère is intrinsic value in
making a good-faith effort. He said that ail
of this made sense and he would give it
some thought.
I asked his thoughts on leaving a legacy
for his children, grandchildren, and généra
tions to come. Earlier in the spring, Letha
and Herb had attended an evening public
lecture at the medical center on the topic of
ethical wills, hosted by our Palliative Care
Service. The présenter, Dr. Barry Baines, is
a palliative care physician from Minnesota
who has been revitalizing the ancient tradi
tion of ethical wills as a way for adults,
especially parents, to write down bits of
family history, things they think are most
important, the values they hold highest, and
spécial wisdom they want to leave to their
children and future générations.
“Yes,” he said, “Letha and I hâve talked
about both of us setting aside time to do
it.”
In cancer of this sort, most victories tend
to be short-lived. And so it was that Herb’s
cancer did recur, to his and ail of our disappointment, but to no one’s surprise.
Somehow, over the years he had integrated
so much expérience treating the dise ase that
he had acquired a knack of thinking like
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different types of tumors. Perhaps because
he had expected the cancer to return, he
was prepared and able to maintain a
problem-solving approach to each new
obstruction to bile flow or bleeding that occurred.
Now more than ever Herb made full use
of medical opportunities to extend his life
and alleviate his discomfort. He was sélec
tive in choosing aggressive treatments. He
took three rounds of potent chemotherapy.
He had surgery to bypass an intestinal
blockage. When he became jaundiced, he
had endoscopie and radiology procedures
to stent or re-stent clogged bile ducts or to
control bleeding. In total, he underwent
eighteen CAT (com puterized axial
tomography) scans and eight or more treat
ments.
Herb knew that every one of these inter
ventions came with pain and risks of bleed
ing or infection. In fact, he ended up in the
hospital on three occasions with fevers from
bacteria in his blood after these procedures.
Through it ail he never denied how seriously ill he was and how threatened his life
was. Before any treatment decision, Herb
would take stock; he, Letha, and his physicians would weigh the chances that the
treatment would work against the discom135

fort and risk that it would bring. He would
honestly discuss his current quality of life
and whether it was worth sustaining. In
Herb’s case, for many months, the honest
answer was yes.
Nevertheless, every time he was hospitalized, he made sure that there was a DNR
order in his medical record. As much as he
wanted to live, if his heart suddenly stopped,
he wanted to die naturally. He didn’t want
anyone to perform CPR because he knew
that even in the unlikely event that it
restarted his heart, it would just mean that
he would die in an ICU.
Despite weakness that forced him to nap
most days and eventually to get around with
a cane, Herb’s quality of life remained well
worth sustaining for over two years. Early
on he had been able to work part-time,
travel to see his children and their families,
paint, and garden. Over time his energy and
ability to do the things he most enjoyed took
a stair step down with each new épisode of
biliary obstruction, bleeding, or infection
and the corresponding percutaneous proce
dure and hospitalization. Whenever he felt
stronger, he resumed chemotherapy, which
may hâve extended his life, but also took a
lot out of him. Each step was a new normal.
He took things slow, adjusted his expecta
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tions, and relied more and more on Letha
to get around.
For Herb, the process of balancing the
potentíal beneñts versus the risks and
burdens of any proposed treatment rested
on his current quality of life at this late stage
of his illness. No cancer treatment could
substantially improve his quality of life. He
was already fighting just to hold steady
against the downstream current. Each time
a new complication occurred, a procedure
could, at best, reestablish his most recent
“new normal” life. In basing his decisionmaking on his running assessment of his
own quality of life, it was as if the very
ground on which Herb stood leaned either
toward or away from a proposed treatment.
This was a thoughtful and highly personal
geometry. But in general he adapted and
found ways of making his days worthwhile.
Eating was one way. Remarkably, until the
last week of life, he had a pretty good appetite and thoroughly enjoyed each
evening’s meal. That meant a lot to Herb.
Whenever we discussed one of the proposed
treatments, he would comment on his appetite.
One morning, I visited Herb in the hospi
tal. He had been admitted for another interventional radiology treatment, this one to
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eut off blood supply to part of the tumor in
his liver. Herb told me, “Fve been having
fuH meáis — from appetizers to desserts —
and enjoying th em ” It was his way of literally bringing gut instinct to making deci
sions. The balance clearly tilted in the direc
tion of preserving life.
On a Saturday evening a few weeks before
he died, my wife, Yvonne, and I had dinner
with Herb and Letha at their home. We
started with oysters and gin and tonies, and
then feasted on pizzas homemade by their
son, Jason.
I remember thinking, once again, it ail
seemed so surreal. It was tragic, and yet
there was a point during dinner when Herb
looked at me with his head cocked, shoulders hunched, and brows arched, and I had
to laugh. In that moment, with his innocent,
quizzical expression and full-curl mustache
he resembled Salvador Dali against a backdrop of oysters on the half shell that looked
a lot like Dali’s surrealistic melting watches.
When his lack of energy and increasing
discomfort dragged his quality of life down
and shifted the potential benefit-burden bal
ance, Herb entered hospice care. He and
Letha welcomed the help at home. For
severai weeks he held court as a virtual
parade of people visited. On what turned
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out to be his last evening, Herb sat with his
family, viewing hundreds of pictures of their
lives together. The next morning, he felt too
weak to get up and spent the day in bed.
He was comfortable, except for an épisode
of losing his breath that required an injec
tion of morphine followed by an injection
of midazolam, emergency médications that
our palliative care team and the hospice had
in place. Thankfully, they worked to soothe
his discomfort.
During the last hours of his life, Herb
opened his eyes, smiled, and gave a
“thumbs-up” to a good friend who had
stopped by. His hospice nurse was there.
He was surrounded by Letha, his children,
his grandchildren, and close friends as he
took his last breath.
It would be easy to lionize Herb, but it
would not do him justice.
He was a brilliant, talented, funny, and
warm human being. During his funeral and
later at a memorial service held at the medi
cal cerner, person after person told stories
of Herb’s intellect, compassion, humor, and
quirks. People commented on his courage
and integrity during the past two years. It
was ail true. But below his usually calm —
fatalistic — demeanor, things were îurbu139

lent. He didn’t take to illness and dying easily.
H erb’s deeply personal, em otional
struggles with his cancer are what make his
deliberations about treatment — his negotiations about his diminished life, doubleedged treatments, and death — so authentic
and valuable as examples to me and others.
He didn’t embrace his illness — it still
sucked — he merely accepted the reality of
it and, of necessity, dealt with it. Herb’s
adaptation was not a New Age expérience
or any sort of spiritual transformation. It
was Human Development 101. Herb saw
his illness and dying as another crisis of life,
something one could only try to avoid for
so long. Ultimately, he had to face it and, if
he could, grow through it.
Letha told me that Herb had sent his first
wife a letter but had never heard back. She
shrugged but added that Herb had said he’d
felt better for having tried.
Faced with a situation that can break a
person, shattering his or her sense of self
and hope for the future, it is easy and almost
seductive to succumb to suffering. When
one’s very body is literally eroding and one’s
world is falling apart, suffering exerts a
gravitational pull. When personal annihila
tion awaits, it requires a conscious choice to
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avoid surrendering to dépréssion and the
depths of existential despair.
Herb’s refusai to succumb was entirely
consistent with his character. He chose to
suck it up. His first priority remained the
well-being of Letha and his children and
extended family. Herb dealt honestly with
the changes that his illness imposed. As a
resuit, he lived through his illness and dying
personally intact. He died well.
There is no universally right way for a
person to die. What constitutes dying well
for one person might be entirely wrong for
another. The word “well” is both an adverb
and an adjectíve. Ir can describe not only
the dying process but, more important, the
person who is dying. Herb was well as he
was dying. Dying is the hardest, least désir
able time in any of our lives. But it is pos
sible to feel well within oneself and right
with the world even as one dies. Therein
lies hope for us ail.
The costs of Herb’s care during the thirty
months from his diagnosis to death easily
exceeded $ 2 50,000. Because Herb was
older than sixty-five (he was sixty-eight
when his cancer was diagnosed), Medicare
paid for nearly ail of it, including most of
his médications.
As expensive as his final two years of life
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were, had he not continually balanced his
love of life with his quality of life and desire
to be at home with family at the end, it
could hâve been much more expensive.
If Herb had decided to go back to the
hospital on the morning he became sick for
the last time rather than stay at home under
Letha’s and hospice care, he might well hâve
lived a week or two longer, but would also
likely hâve ended up in the ICU. The costs
of those last days could hâve easily reached
another $100,000.
From their perspective, Herb and Letha
were simply carefully employing available
medical treatments to make the best of a
bad situation. The best care possible for
Herb meant carefully applying medical sci
ence and technology to stem the tide of his
cancer.
As it happened, during the last months of
Herb’s life I had participated in a confér
ence on public policy related to end-of-life
care. After the conférence, a health journalist spoke with me concerning a magazine
article she was working on about the “éco
nomies of dying.” She asked my thoughts
about for-profit medicine, overtreatment,
the effects the high costs of end-of-life care
hâve on other social programs, and, of
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course, rationing of health care.
It was a lively discussion, She said that
she wanted to talk to a patient who was
clearly dying but continuing to receive treatment that was exceedingly expensive. She
was looking for one or more examples of
egregious treatment that just might be
motivated not only by concern for patients
but also by some self-serving gain on the
part of the treating physicians or their medi
cal institution — if not financiáis perhaps in
the currency of réputation.
I told her that as much as I would like to
help, that was not where I thought the story
lay. I explained that I see a spectrum of
people with serious conditions who, most
bluntly, do not want to be dead. They hâve
doctors who do not want their patients to
die. And those doctors hâve an impressive
array of technology for keeping people alive.
Ail of this results in a continuum of deci
sions and treatments ranging from courageous and wise to foolhardy, and clinical
outcomes that range from miraculous to
macabre.
I told her about a fifty-seven-year-old
man, who had been referred to our pallia
tive care team by the liver transplant service.
From reviewing his chart I knew that, much
like Herb Maurer, Aaron Kramer had felt
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fine until he developed jaundice. Unlike
Herb, Mr. Kramer’s diagnosis was advanced
cirrhosis, the resuit of a previously unsuspected hepatitis C infection that he had
presumably acquired from briefly using IV
drugs when he was in the military in his
early twenties. He had unknowingly been
harboring the “hep C ” virus for years, as it
silently inflamed and destroyed his liver.
Like both Herb and Gerry Thorsen, as
soon as his jaundice was discovered, he
underwent a slew of tests. When the hep C
infection was found, the hepatologists — or
liver specialists — at Dartmouth-Hitchcock
started him on a combination of antiviral
médications. For the first four months, he
seemed to improve, but on routine follow-up
testing, his serum level of alpha-fetoprotein
was elevated, which is worrisome, since
people with cirrhosis are at high risk to
develop hepatocellular carcinoma. Sure
enough, an MRI of his liver revealed two
small tumors, highly suspicious for this
primary liver cancer.
During a procedure by the interventional
radiology team, one of the tumors was biopsied through a long thin needle that was
passed just under his right ribs. A cytopathologist was on-site to look at the biopsy
specimen under a microscope and con144

firmed the diagnosis of hepatocellular
carcinoma or HCC. The two liver tumors
were then destroyed by using radio frequency delivered through a needldike probe
that heated and killed the cancerous tissue.
Radio frequency ablation — or RFA — is
an effective* often life-prolonging treatment
for hepatocellular carcinoma. But it does
not cure the disease. Once one locus of
hepatocellular carcinoma occurs, it is a
signal that others will almost inevitably fol
iow. Most often* the new tumors are not
true métastasés. Instead of cells spreading
from the original tumors to other portions
of the liver* most are thought to be the same
cell type of cancer that forms in different
parts of the diseased liver* somewhat like a
single strain of aggressive weed sprouting
here and there in unfortunately fertile soil.
The only definitive cure for hepatocellular
carcinoma is a liver transplant. But for
someone with hepatitis C* after a successful
transplant the virus reinfects the new liver
and, even with antiviral médications, with in
a handful of years causes cirrhosis and,
eventually* liver failure once again.
Still* for those lucky enough to receive a
new liver, there is a 70 percent chance of
living at least three years, and almost 60
percent of liver transplant récipients are
145

alive fifteen years later. That is a stunning
success rate for a uniformly fatal condition.
Of course, not everyone is that fortúnate.
About fourteen thousand people in the
United States are on a waiting list for a liver
transplant. (The median wait for a liver is
just under a year nationally but varies
regionally.) More than one in ten people
will die before receiving a new liver. And at
least another one in twenty leave the wait
ing list within six months. Many thousands
of patients with liver disease never try to
become “listed” because the évaluation
process itself is so hard or because their
condition makes them inéligible.
The hepatologists and oncologists in the
Liver Failure clinic at DHMC wanted our
team to help Mr, Kramer in adjusting to
this difficult diagnosis, clarifying his goals
for care and assisting in making decisions in
the months ahead.
When we met Mr. Kramer he was still
reeling from the latest bit of bad news. He
had been hoping for a transplant but developed a suspicious lésion in his left lung. The
day we met, his biopsy results had come
back and, as feared, confirmed that the lung
lésion was a metástasis. A liver transplant
was now out of the question, since even one
lung lésion was proof positive that there
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were other microscopie deposits of cancer
lurking elsewhere. Even with a nevv liver,
the disease was certain to recur somewhere.
He would now surely die of his disease.
There were still some treatment options that
could possibly slow the progression of the
cancer — and Mr. Kramer’s oncologist at
DHMC started him on sorafenib (Nexavar),
which had recently been FDA approved for
treatment of this disease. In clinical trials it
has been shown to modestly extend the lives
of liver cancer patients (by 2.8 months) and
costs between $6,600 and $8,600 a month,
not counting routine laboratory tests and
physician office visits.
The health journalist was intrigued and
wanted to interview the patient I had described. (Of course, I had not told her his
ñame.) I gave Aaron Kramer a cali and he
readily agreed to be interviewed. Two days
later they met and spoke for over an hour
via Skype.
Early that evening she e-mailed me and
we spoke by phone. She said that they had
a fascinating conversation but that she
didn’t think he fit for her article.
“Why not?” I asked. He was a dying
person who was receiving exceedingly
expensive treatments, She explained that
during the interview he looked thin but
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fairly normal. He spoke about his current
life, including his two daughters in gradúate
school, his horses — he is still able to ride
— and the writing he was doing on a col
lection of essays he was trying to finish.
“Well, Eve been looking for someone who
is receiving exorbitantly expensive treat
ments for no good reason. Mr. Kramer
explained his condition and treatments and,
frankly, it ail seems reasonable,” she replied.
“Ahhh,” I said, laughing out loud. “Let
me get this straight; You hâve just inter
viewed a gentleman who has a uniformly
léthal form o f cancer that has already
metastasized to his lung. He has been on a
transplant list but has been removed because of the metástasis, His prognosis is
poor. If I were still a hospice medical direc
tor, and Mr. Kramer wanted hospice care, I
would sign him up for hospice care without
hésitation. Instead, he is pursuing high-risk,
quasi-experimental treatments at a cost of
nearly $75,000 per year. And you hâve
decided that you think what he is doing is
reasonable! Right?”
She was taken aback and silent. But I
wasn’t trying to be argumentative, so I continued.
“The fact is, I agréé with you! What he is
doing feels reasonable. Ail I can say is:
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welcome to my world. For what it’s worth, I
think Aaron Kramer is an ideal person for
yon to interview. His story epitomizes many
Americans’ expériences.”
The truth is that if you are seriously ill
but can still enjoy the time you hâve left,
and a treatment that isn’t ail that toxic
might help you live longer, why not try it?
On the other far end of the quality-of-life
spectrum, if you are suffering terribly, endlessly, and there is an operation, a medical
device, or a course of chemotherapy that offers real hope of greatly improving whatever
life you hâve left — even if the treatment
was dangerous and very expensive — it
might seem worth the risk and costs,
And sometimes it is.
By ail accounts Holly Block, a forty-threeyear-old high school math teacher from
Vermont, was the most loving, generous,
and genuinely innocent person that people
in her town ever knew. A petite, red-haired,
freckled woman, she was dying from advanced cancer, but that was not the worst
of her problems. A metastatic tumor press
ing on her spine was causing CT0 out of 10”
pain and unrelenting suffering. Holly wasn’t
writhing with pain; instead, she held herself
stone stiff, like a terriñed novice on a
tightrope, because almost any motion might
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set off another lightning boit in her spinal
cord.
Hell for Holly was not beyond this life;
she was living in it. High doses of IV pain
médication and steroids made her more
comfortable, but groggy and constipated.
We raised the possibility of neurosurgery,
which carried risks of permanent paralysis
but real hope of comfort. The operation
would not help her live longer, but it would
likely make her life less awful and that, for
Holly, was worth any risk and price. Her
reasons were quite different from Aaron
Kramer’s — he wanted life at any cost and
she wanted relief, even if the cost was life
— but in both cases the decisional landscape
tilted in favor of treatment.
Dr. Perry Bail, a neurosurgeon at DHMC
who specializes in spinal disorders, met
Holly, studied her records and MRI, and
agreed to consider the procedure. He is
never eager to perform these operations. In
spinal surgery of this nature, the nerve tracts
that are being eut cannot be seen directly;
their precise location can only be inferred
from the surface anatomy of the spinal cord.
Where to make a incision is a highly sophisticated estimation. Dr. Bail met with her
and her husband and discussed the risks at
length. He emphasized that this was a
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“destructive procedure” and that, unlike
starting on a new médication, there is no
way to undo the effects. There was a 5 to
10 percent chance of injuring motor nerves,
rendering her unable to walk or even move
her legs. There was about a 10 percent
chance that the surgery would not alleviate
her pain.
They listened carefully. Holly and her
husband only had to consider the decision
for a few minutes before announcing that
they wanted to proceed — as soon as pos
sible. She had surgery the following evening.
On rounds the morning after the fourhour operation, Holly smiled broadly as we
entered her room. The deep “gnawing,”
“boring” pain in her pelvis and burning ín
her perineum were gone. She could move
her legs and feet, even if she couldn’t feel
them. When I asked how she felt, she replied
simply, “Safe at last ”
Holly’s predicament reveáis the power of
palliative care to apply sophisticated treatments, including highly technical proce
dures, in service of comfort and quality of
life in our final months.
If only ail decisions were sound and ail
outcomes were what people had hoped for.
The resuit of Mrs. MaxwelPs many treatments was far from what anyone in her fam151

ily wanted. And few people would want to
die the way Mr. Stephen Rollins did.
Stephen Rollins was a seventy-one-yearold man with diabetes and severe conges
tive heart failure with related, secondary
liver and kidney problems. He was hospitalized with deep vein thrombophlebitis, or
new blood dots, in his legs. The Critical
Care Service asked our team to become
involved when Mr, Rollins’s blood pressure
was dangerously low and he was requiring
pressor médications in the ICU. The active
coagulation that resulted in the clots had
consumed ail his clotting factors; therefore,
paradoxically, he was now bleeding from
any place on his body that he had had an
IV or blood test taken.
Mr. Rollins had long been adamant that
he wanted a heart transplant. When I met
him, Mr. Rollins appeared ill. He said he
was exhausted and sleepy from pain and
anxiety médications. I asked him if he would
impose any limits on treatments he was
given at this time. Specifically, I asked him
whether he wanted to hâve CPR performed
if his heart stopped, and he said, “Yes!”
After I dutifully explained that CPR would
not likely work if his heart stopped beating
effectively or his blood pressure couldn’t be
kept high enough to circuíate oxygen
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throughout his body, and he said, “Yes!”
again, more loudly, His daughter who was
présent for our conversation and seemed
annoyed by my questions, explained, “Steve
Rollins doesn’t hâve quit in him.”
In listening to the story of his life, I
quickly came to realize that this never-saydie attitude was a lifelong characteristic,
part of the warp and woof of Steve Rollins.
It had served him well through previous illnesses and hardships, including the death of
his wife and a brother, and a fire that
destroyed his business. He was a model of
perseverance for many people who knew
and loved him.
Mr. Rollins didn’t hâve quit in him, but
his predicament was akin to someone in the
pre-Wright brothers era whose efforts to fly
were captured in those grainy, silent newsreels, Earnestly, courageously, they ran off
cliffs or leapt from platforms, ñapping the
wings of devices that they hoped would keep
them aloft, only to plummet to ground. For
people with advanced, incurable conditions,
mortality is a bit like gravity. Ultimately, it
is the force majeure and will hâve its way
with them, and us ail. As a physician, in ad
dition to helping people live as long and as
well as possible, I can help people with
advanced illness live with the fact of mortal153

ity and soften their final descent.
Sometimes, in situations of this sort, the
most helpful and compassionate thing I can
do is to say gently, but without equivocating, “I am sorry, but whatever we do at this
point, you are dying.” Similarly, to the family of a seriously ill person, sometimes
plainly stating, “Your father is dying,” can
be a gift in the most difficult of times.
These are hard things for anyone to hear.
Seasoned physicians know that news of this
nature is best delivered when seated with
the ill person or their family in a quiet and
private place. It is not something to be said
in a waiting room or hospital hallway.
Experienced physicians also know that a
high degree of trust is needed for such a
statement to be accepted. When I was growing up in the 1950s and 1960s, if a doctor
said, “Your father is dying,” it was like
nature itself had spoken. The doctor was
not communicating a decision or even an
opinion; he was simply stating a fact, making plain something that, from his technical
expertise, he knew to be true. Despite the
sadness it evoked, the unequivocal quality
of the news allowed people to prepare for
what lay ahead.
I am not nostalgie for this era of medical
practice. At that time, “shared decision154

making” happened when the doctor shared
his decision with his patient. Still, I wish it
were easier these days for physicians to
shoulder more of the weight of decisions
that can be crushing for patients and fami
lles to bear alone.
In America’s hospitals today, instead of
being accepted as a statement of fact, a doc
tor saying “Your father is dying” can be
heard by a family as an accusation. A physician who is not sensitive to the level of trust
— or distrust — people hâve, or their readiness to accept such bitter truths, risks having his or her pronouncement challenged.
At worst, the statement can be misconstrued
as an unholy attempt to withhold expensive,
lifesaving treatments. In this way, a doctor’s
well-meaning attempt to lift a weight from
people’s shoulders can backfire, destroying
therapeutic trust with the very people he or
she seeks to serve.
Trust is a rare commodity in health care
today. Doctors tend to know their patients
less long and less well than in earlier times.
Today, there are myriad specialists and
complex treatments to consider. And nearly
every week, the headlines carry a story of
someone whose life was saved by a treatment that did not exist a few years or even
months ago, reinforcing hopes that with the
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right specialist and treatments at the right

medical center, death can be forestalled.
Uncertainty underlies much of the stress
and anxiety associated with making deci
sions about medical treatments. Even
though death is dreaded, naming what is
occurring as “dying” sweeps away uncer
tainty and places any pending decisions in a
clear context. When a family is able to
acknowledge that the person they love is
dying, any family tensions regarding treatment decisions tend to dissolve. At such
times, within a family’s inevitable sadness,
it is often possible to detect a sense of relief.
I only make dire statements about an
individuaFs life expectancy when I am
thoroughly confident that I am describing
the person’s condition rather than opining
about how long a person might live. When
maximal disease treatments are becoming
increasingly ineffectual and the person is
approaching death, I may say5 “Riology is
taking the decisions we hâve been wrestling
with out of ail of our hands,”
I said words of that sort to Mrs. MaxwelFs
family as she lay in the ICU dying from a
series of strokes caused by emboli from an
infected heart valve.
Reing concrete and unequivocal can be a
gift, but it is a gift that not ail families are
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willing to accept. When a patient or family
member cannot accept — or even acknowledge — that dying is happenings such
counseling can fall flat. When someone is
dying, certainty brings clarity, but also acute
emotional pain. People may cling to uncertainty because it preserves hope for a longer
life and prevenís — or at least delays — the
stabbing, searing pain of grief.
In what seems like a desperate attempt to
avoid that pain, sometimes families înterpret
any greater-than-zero prognosis as good
news. I hâve heard a doctor tell the family
of a gravely ill ninety-two-year-old man who
was in cardiogenic shock and being kept
alive (barely) with a ventilator and intravenous pressors that there was less than a one
in a hundred chance of him surviving. That
was enough for his children and grandchildren who hoped for his recovery to
instruct the doctor to press on. His son, who
was nearly seventy, explained, “You don't
know my dad. He survived being shot down
over Europe and a Germán prison camp.
He can get through thís, too.”
Doctors who push back, labeling such
reasoning as unrealistic, may find that anger
is the next defense against grief. Over many
years, I learned this the hard way, “Who are
you to render this opinion?” “What are your
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credentials?” “Why are you saying this and
not the other specialists?”
The pointed questions were aimed at me
but were intended to undermine not merely
my credibility but certainty itself. The aggrieved individual may go elsewhere seeking
a second, third, or fourth opinion with doc
tors in Boston, New York, or Rochester,
Minnesota. Questing for the right specialists or hospitals can be sawy advocacy, but
it can also be a way of keeping uncertainty
alive into the future.
Without sufficient trust, I am left to listen,
acknowledge the family’s concerns, and
acknowledge the fact that nobody can know
with absolute certainty how long a person
will live. If they are willing to listen, I can
offer to explain why I believe the person
they love is dying. I can answer each and
every question as fully as possible and offer
to communicate with doctors of their choice
in other centers. In my commitment to
serve patients and their families, it seems
the least I can do. At times, it is the most I
can do — or rather, the most that a family
will allow me to do.
Anger is a way of holding sadness at bay;
the émotions are two sides of the same coin.
Anger is energizing. When we are angry we
look out, adopt a protective posture, and
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get ready for action. In contrasta sadness
saps our energy. When sad, we look inward,
become reflective, and are aware of our
vulnerability. When someone is dying,
becoming angry — with the disease or treatments, or the doctors and hospitals — may
be what a grieving person needs to do for
his or her own emotional wellbeing. Even if
the anger is irrational, for a brief time it can
be adaptive. Although it never feels good to
be the target of a family member’s anger,
when it happens to me I try not to take it
personally. If being angry at me can temporarily help people with the pain of learning
that they are dying, or that a father or
mother, brother or sister, son or daughter is
dying, so be it. But I certainly don’t relish
their anger and I don’t want to add to any
patient’s or family’s distress. So I try to
convey the news as sensitively as I can, when
people are able to hear it.
In Mr. Rollins’s case, our team and I never
were able to develop much rapport with him
or his family. I was unable to even offer to
bear that load. In our consultation we
described his and his family’s goals of care
as “ail treatments possible.” Within a day of
meeting them, Mr. Rollins became too ill to
engage in conversation and his family never
perceived that there were decisions to be

made. He developed acidosis from toxins
building up in his bloodstream and was intubated and mechanically ventilated to
maintain oxygénation. His hands were
covered in padded cotton mittens to keep
him from inadvertently dislodging his en
dotrachéal tube and the IV tubing and wires
connecting him to médication pumps and
monitors. After his blood pressure dropped,
despite maximal doses of pressor médica
tions, he developed electromechanical dis
sociation — signifying that there were
electrical waves on the EKG (electrocardiogram) monitor but no puise or effec
tive contractions of his heart. CPR was
briefiy performed and he was pronounced
dead.
Steve Rollins never quit and never said
die, but mortality still had its way.
Three weeks after he died, I received a
handwritten note from Mr. Rollins’s daugh
ter. She said that she felt her father got good
care, but only because they had pushed for
it. She wrote that I had been heavy-handed
in pressuring him to make decisions to die
against his will.

159

160

Pa r t T hree:
P alliative C are :
CoM PLETIN G THE

T herapeutic
C ontinuum

4 .

P a l l ia t iv e C a r e —

A S urprising N ew
S pecialty (H int : I t ’ s N ot
Tust for D ying)
“Of course I will talk with her, Dr. Byock.
And you know what I am going to tell her?
Fil tell her you people gave me my Mickey
back!” It was mid-January 2007, I called
Sandy Zimble to ask if she would be willing
to talk with a journalist about the palliative
care and hospice that she and her husband,
Mickey, experienced.
Earlier in the day, Reed Abelson, a health
reporter for the New York Times, had interviewed me for a story she was writing about
the growth of specialized palliative care
teams in leading American hospitals.
Hospital-based palliative care was still quite
new. Palliative care had grown out of hos
pice care in the United States and the medi
cal component, palliative medicine, had
formally earned status as a subspecialty in
September 2006. Reed had asked how our
program receives referrals, how réceptive
other doctors are to the palliative care team
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being involved, and whether willingness to
consult us varies among specialties. I filled
her in on the ways our team was becoming
increasingly integrated within expanded
multispecialty health care teams treating
people with serious cancers, heart disease,
and liver disease, as well as people with multisystem organ failure in the ICUs.
About twenty minutes into our conversa
tion, Reed abruptly changed the subject.
“Did you read Art Ruchwald’s book?” she
asked. “If so, what did you think of it?”
Art Buchwald had recently died at his
son5s home in Washington, D. C. Late in
2006, the celebrated humorist and columnist for publications such as the P aris
Review, Herald Tribune , Washington Post,
and Newsweek had published Too Soon to
Say Goodbye, a memoir of his life after
becoming a patient in a hospice facility the
previous February. Having been a fan of his
columns and books over the years, I picked
up a copy shortly after the book came out
and enjoyed it thoroughly. Typical of Buch
wald, his book was insightful, selfdeprecating, and funny.
In Too Soon to Say Goodbye, Buchwald
writes about how he came to be admitted
to a hospice facility in the Washington,
D. C., area. His kidneys had shut down, but
164

he didn’t want dialysis. He had advanced
peripheral vascular dísease — and was very
likely facing the amputation of one leg. He
didn’t want that either. He checked in to
the hospice fully expecting that he was dy
ing, but instead, his kidneys started working
enough to keep him alive. He recounts visits
he received from dignitaries and literati
from around the world during the five
months he spent in the hospice résidence.
Even in his dying he didn’t take himself too
seriously. He dreams about a big funeral
and conspires to get an obituar}^ in the New
York Times.

Buchwald thrived in the hospice résidence
and was eventually discharged in June 2006.
He spent the summer and fall at his home
on Martha’s Vineyard where he wrote Too
Soon to Say Goodbye, all the while continuing to visit with family and friends, inevitably saying his own good-byes. In his book
and during a number of interviews he gave
while at the hospice facility and in subsé
quent months, Buchwald credíted the care
he received for givíng him the chance to get
better and live longer.
Reed Abelson asked me how often people
live longer than expected with hospice care.
At the tíme, I didn’t hâve statistics I could
report to her. However, I told her that in
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my experience it was fairly common.
“After all/5 I asserted, “although we work
in hospice and palliative care, we are doctors and nurses. We are not specialists in
dying as much as specialists in taking care
of people who are seriously ill and may die.
In taking good care of people with advanced
diseases — making sure they are physically
comfortable, eating and drinking, ‘pooping
and peeing,’ sleeping and getting around as
well as possible — it is not all that surprising that they live a bit longer. Occasionally,
some of our patients, such as Art Buchwald,
live quite a bit longer.’5
For instance, I explained, we help a lot of
people with advanced cancer to tolérate
treatments that are effective against their
tumors but have difficult side effects, In alleviating their symptoms and optimizing
their ability to eat and drink, be active and
rest, people with cancer are able to stay in
the fight longer. If a time comes when
chemotherapy and radiation prove more
toxic than therapeutic, we can stíll help
people live as well and as long as possible.
Patients with late-stage cancers commonly
find that when they are finally free of the
side effects of treatment, they feel better
and stronger. In livirtg with , rather than
relentlessly fighting their cancer, they ulti166

mately live longer.
Reed was intrigued. “I can see that,” she
said and then asked, “Can I talk to one of
those patients or their familles?55
“Yes, I think so,” I said. “Let me make a
phone cali or two and Fil get back to you.”
I gave the matter some thought and then
called the Zimbles.
I had met Sandy and Mickey Zimble in
June 2006 (about the time Buchwald was
headed to Martha’s Vineyard). Mickey had
been admitted to the inpatient cancer unit
at Dartmouth-Hitchcock Medical Center
four days earlier because of severe abdomi
nal pain and profound weakness. His oncologist, Dr. Ernstoff, asked our team to
help with his pain and assist him and his
wife in coping with the regrettable likelihood that he was dying.
Mickey managed to be friendly, but it was
clear that he had no energy and little
patience for conversation. He answered
direct questions when he could.
“Where do es it hurt?”
“Here,” pointing to his right side.
“How many times did you move your
bowels yesterday?”
“Two, I think.”
But he often shrugged or said “I don’t
know,” or looked to his wife, Sandy, to
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answer. And she did, often speaking for
them both. For the first couple of days I
knew them, Mickey mostly moaned as
waves of abdominal cramps rumbled and,
at times, roared within him.
He was no stranger to cancer. Mickey had
had prostate cancer since 1995 and was
initially treated with radiation and hormone
therapy. He developed breast cancer in 1999
and had a mastectomy with négative lymph
nodes, meaning there was no evidence the
cancer had then spread. And he had a small,
early-stage melanoma removed from his upper back in 2005. In early 2006 on the basis
of a rising PSA, which indicated a likely
récurrence of prostate cancer, he underwent
treatment with a combination of anticancer
drugs. Now, however, he was admitted with
newly discovered liver tumors. This is not a
usual pattern of prostate cancer. ïndeed,
biopsies of his liver lésions showed a highgrade neuroendocrine tumor — yet another
cancer, which had possibly arisen from a
biological transformation of his prostate
cancer.
It was unlikely that he would dodge the
bullet this time. His liver was swollen and
tender to the touch. His right lower abdo
men hurt worse, though there was nothing
felt on physical examination or seen in that
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région on CT scans. With médication for
pain, Mickey was reasonably comportable,
except for a few times an hour when he
doubled over in paroxysms of intestinal
spasm, which lasted two to three minutes.
The oncology team had started a low dose
of intravenous morphine by PCA — patientcontrolled analgesia — which gave him a
button to push to administer an extra.,
metered dose of morphine when he needed
it. The morphine worked but made him
sleepy and mildly confused. He was also
anxious, especially at night, which made it
difficult for him to sleep. The lorazépam
(Ativan) that the team had prescribed made
him sleepy, at least for an hour or two, but
left him more confused during the night and
next day, which heightened his anxiety. The
best thing for his nocturnal nerves was having Sandy stay with him overnight in a
recliner in his hospital room.
On one of my visits to his room, I noticed
a family photo album that Sandy had
brought to the hospital. With her permis
sion, I flipped through it and saw photos of
Mickey in 1953, a young man of twentytwo at Cushing Academy. Handsome with
thickj dark hair, neatly combed in a wave,
and an intelligent, winning smile, he was
preppy as could be in a crisply pressed shirt
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and blazer. Through the chronology of im
ages of his college years, their early relationship, and into midlife, Mickey remained
dashingly attractive. He became a self-made
success in the scrap metal business, and he
and Sandy raised a family. And he was dashing still as his hair turned silver and he
retired to play golf and enjoy his children
and grandchildren. But after surviving three
bouts of cancer, and struggling against a
fourth, Mickey was a shadow of his former
self.
Our team got busy on several fronts, yet
our contributions to Mickey’s care were
prosaic. There was nothing particularly
dramatic to do — no diagnostic coup or
dramatic procedure to perform or treatment
to start. Palliative care for Mickey was
merely mundane meticulous medicine.
We were interested in the details of his
pain — how often it came, whether it was
crampy or sharp, and whether he also felt
an urge to defecate when it came. Similarly,
we asked about his appetite — or lack of
same — and what he was eating, plus how
often he drank milk or ate dairy products,
and so forth. Each of these questions helped
us gain a sense of the possible physiology
underlying his symptoms.
Another member of our team, Dr. Brill
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Jacobs, spent two hours with Mickey and
Sandy during the initial palliative care
consultation. She made spécifie recom
mendations for changes in his médications
— using a low continuous dose of fentanyl,
another pain médication, and scheduled low
doses of haloperidol for anxiety and confu
sion. Because he had cramps and loose
stools, she ordered a stooi sample to be sent
to the laboratory and tested for “C. Diff,”
formally Clostridium difficile, a bacteria species that ail too commonly causes diarrhea
among debilitated, hospitalized patients,
The next day, with the new médications,
Mr. Zimble was a little better overall. His
pain had slightly lessened, but he now had
full-blown diarrhea. Not surprisingly, the C.
Diff test was positive. We started him on
metronidazole, one of the very few antibiot
ics effective against the Clostridium difficile
germ. Unfortunately, metronidazole com
monly causes side effects of its own, specifically nausea and an upset stomach, and
Mickey was no exception. It was another
instance in which the treatment for a com
plication of a disease caused its own compli
cations.
Over the next week, with our dogged clinical attention to his various diagnoses, doses
of médications, and side effects, Mickey
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gradually improved. In fact, on morning
rounds of the eighth day of our team’s
involvement in his care, when I saw Mickey
in his hospital room, he was up, sitting in a
chair, and dressed in madras golf shorts, a
pale green polo shirt, and a tan sweater. He
was more talkative than at any time since
our team had met him. He reported having
a good appetite and said that he had eaten
most of his breakfast. He opined — really
more announced — that it was time for him
to go home.
I was ail for that. It was great to see him
feeling so much better. Going home was
definitely possible, but it would take some
préparation. Though markedly diminished,
he still had mild diarrhea, He was still weak
on his feet, a “one person assist” in getting
from bed to a chair or to the bathroom. He
still had a urinary cathéter. He still had large
tumors in his liver. He was anémie. He was
taking six different scheduled médications
some once a day, some twice a day, and
some three times a day — and had four
médications to use as needed for breakthrough pain, nausea, anxiety, and sleeplessness.
As much as I wanted to help Mickey get
home, I didn’t want Sandy and him to run
into problems at home that forced him to
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come back to the hospital, at least not if we
could prevent them. That would feel like
failure to Mickey and would be even more
frustrating than waitíng another day or two
before going home.
I spent a long time that morning discussing hospice care with Sandy and Mickey. I
explained that I thought it would be impor
tant for them to hâve the services that the
local hospice program could provide. They
knew that hospice cared for people who
were dying and, while not surprised, were
somber in realizing that Mickey now officially qualified as “dying.” I explained that
hospice is the most comprehensive program
of care for people who were facing the end
of life — and for their families. I explained
that a nurse who specialized in hospice care
would be assigned to them and while they
would see that nurse most frequently,
hospice care entailed a team — very much
like our palliative care team, which they had
come to know — with a physician, chaplain,
social worker, and even volunteer visitors.
Any or all of these components of the team
at some point might be of help. Additionally, a physical therapist from hospice could
see him at home and teach them both ways
of keeping him active, exercising, and safe.
Importantly, a hospice nurse would be avail173

able by phone and able, if needed, to make
an urgent home visit any time of the day or
night. A hospice physician was always on
cali and available in an emergency. Accepting hospice care meant that anticancer treatments would not be part of the plan. This is
often a sticking point for patients. In Mick
ey3s case, since Dr. Ernstoff clearly said he
was too sick to receive more chemotherapy,
that stipulation made little différence. For
many people it does.
The very words “hospice” and “palliative
care” tend to scare people. Although people
who are struggling with cancer, heart disease, lung disease, or liver disease clearly
benefit from the services that hospice and
palliative care provide, for some the terms
carry fearful symbolic power, even supersti
tion. When I introduced myself as CÍDr, Byock, from the Palliative Care Service” to
Mr. Stamford, who was hospitalized for
advanced heart failure, he responded defiantly, ‘T m not that far gone!” The same
week, another patient reacted to my sugges
tion that hospice would be helpful in her
care and in supporting her family at home
by plaintively asking, “Is there really no
hope?”
Unfortunately, many people think accepting hospice — and by extension palliative
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care — me ans you hâve to give up on living
and embrace your dying. It is a misconception that is rooted in Medicare régulations.
Indeed, what is sometimes mistaken for
“hospice philosophy” is actually a set of
rules imposed by Medicare (as well as
Medicaid and many Insurance policies) that
effectively requires people to choose between expensive disease-treatments and
hospice care. No wonder they resist it.
This federal law passed in 1981 that
established the Medicare benefit for hospice
care restricted eligibility to people who had
a life expectancy of six months or less, “if
the disease runs its natural course.” Someone covered by Medicare who is seriously
ill is required to sign a hospice élection
forai, indicating “full understanding of the
palliative rather than the curative nature of
hospice care as it relates to the individuales
terminal illness.”
Under the law. Medicare reimburses
hospice programs at a fixed daily rate to
provide home-based services that are “reasonable and necessary for the palliation or
management of the terminal illness as well
as related conditions.” In return, hospice
programs assume responsibility for ail the
costs of care associated with the terminal
diagnosis.
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Thus, if a seventy-five-year-old hospice
patient with advanced lung cancer is admitted to the hospital with respiratory failure
and dies after three days, his bill for upward
of $27,000 would belong to the hospice
program. If he lived a week or more, because
he or his family decided to cali 911 when
he suffered breathlessness and in the emergency department he was intubated and
sent to the ICU on a ventilator, that bill
could run to over $100,000. Such charges
can easily bankrupt a hospice program.
So it is not out of stinginess, but rather
out of sound management and programmatic survival, that hospice organizations
hâve been réticent to admit — and assume
the financial responsibility for the care of —
patients who are seeking active treatment
for their disease. This explains, but does not
excuse, why some hospice programs counsel
patients to forgo treatments that might well
benefit them. I am not talking about major
surgery or highly emetogenic (translated:
“makes you puke”) chemotherapy, but
merely a transfusion every few weeks for a
woman with bone marrow failure, who is
comfortable and able to enjoy her days but
too anémie to get to the dining room, or a
liter of intravenous saline every other day
for a man with cancer and chronic diarrhea
176

after extensive bowel surgery vvho is too
dehydrated to sit upright without passing
out.
On several occasions, I hâve had hospice
programs refuse to admit patients I hâve
referred because they were “not hospice appropriate” or “not ready for hospice,” meaning that they might want to be hospitalized
if they got an infection or, like the patients
just mentioned, needed occasional blood
transfusions or IV saline. At such times, I
point out that the sharp division between
life-prolonging and hospice care — the
either-or choice — is not embedded in
philosophy, clinical principies, or ethics but
merely in statute. The Medicare régulations
don’t prohibit such treatments. They merely
require the hospice to pay for them. That’s
a challenge particularly for smaller rural
programs. However, many programs do
provide these services despite the costs.
When treatments like IV fluids or transfu
sions are feasible to provide and therapeutically meaningful to improving people’s
quality of life, they can be given as part of
hospice care.
In fact, although Medicare’s limitations
hâve been encrusted in federal law, many
private insurers, including a majority of
Blue Cross Blue Shield companies, offer
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concurrent disease treatments and palliative
care, including home hospice care, to people
with serious, life-limiting conditions. Even
before the 20 10 health care reform act
passed, United Healthcare and Aetna were
offering concurrent care to a segment of
their clients.
The either-or choice between disease
treatment and hospice care that Medicare
imposes makes people equate hospice with
“giving up.” It’s the main reason many
people resist, delay, or refuse to consider it
without knowing what they are missing.
Thankfully, that was not the case with the
Zimbles. Mickey immediately said he
thought having hospice care at home
“sounds like a good idea.” Sandy was
initially reluctant “to hâve strangers in my
home,” explaining that they were people
who always took care of things themselves.
She was more than happy to care for
Mickey. As I listened quietly to Sandy
explain her concerns, she got around to
admitting that, despite her sense of privacy,
she knew that she would need help.
I only had to suggest, “I think you should
give hospice a try,” for her to agréé.
It took a lot more encouragement on my
part — bordering on stern insistence — for
Sandy to agréé to contact their four adult
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children and, if they offered, to allow them
to help care for Mickey during their father’s
first weeks at home from the hospital.
She reluctantly acquiesced and called her
children that afternoon. She was soon glad
she had taken my advice, Their son and one
of their three daughters arrived the very
next day. Their presence immediately lightened the physical and emotional weight of
Mickey7s illness and care.
As soon as the C. Diff infection cleared,
we stopped the metronidazole and started
Mickey on prednisone to decrease inflam
mation around the tumors in his liver. His
pain decreased and appetite reawakened.
He developed a new love of chocolatecovered raisins, which he credited with giving him energy and raising his red blood
cell count. He also developed a near obses
sion with Sudoku, through which he whiled
away the hours and days waiting for his
strength to return. Our team remained in
close touch with the hospice medical direc
tor and the Zimbles3 primary hospice nurse.
As Mickey’s symptoms diminished, we collaborated by phone with the hospice team
on adjustments to his médications. Through
late June and July, Mickey gained weight
and energy, and finally set down his Sudoku
books in favor of taking walks and even golf179

ing a few rounds. In early August he was
well enough to officially “gradúate” from
hospice.
On the day in mid-August that Mickey
returned to see Dr. Ernstoff at the Norris
Cotton Cancer Center, I also saw him in
clinic. Mickey’s face was round and slightly
puffy, his hair a bit sparse, and his skin
almost translucent — ail side effects of the
prednisone, which was making him feel so
good. He said that he had had “the best
summer in memory.” He knew that he
couldn’t stay on this dose of prednisone
much longer because of the swelling, high
blood pressure, and insulin-resistance
(diabetagenic) side effects, He was eager to
hâve more treatment for the tumors in his
liver and hoping that Dr. Ernstoff still had
“something up his sleeve.”
In fact, he did. By October, after three
cycles of docetaxel, a potent anticancer
drug, the tumors in his liver seemed to melt
away, We began tapering his prednisone
dose, and he and Sandy began making plans
to winter at their home in Florida.
When Reed Abelson called Sandy in
February 2007, Mickey was out playing
golf, Reed tried again two days later with
the same resuit. “He’s out there walking and
playing nine holes of golf,” Sandy told Reed.
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And so that was what she wrote. The title of
her article that ran in the New York Times
on February 10, 2007, was “There Is Life
After Hospice, and Even Golf in Florida for
Some.”
What happened to Mickey is not ail that
uncommon. Research now shows that many
people live longer with hospice care. A
research team led by Dr. Stephen Connor
analyzed Medicare data from 1998 through
2002 for patients who had a serious diagno
sis, such as congestive heart failure and
cancer, three years or more before their
death. Dr. ConnoFs team then compared
the survival of those who received hospice
care to those with the same conditions who
did not. Overall, patients receiving hospice
care lived an average of twenty-nine days
longer. The survival advantage was statistically significant for people with congestive
heart failure (who lived an average of eightyone days longer), lung cancer (thirty-nine
days longer), and pancreatic cancer (twentyone days longer) with positive survival
trends for those with colon, breast, and
prostate cancer. Perhaps equally important,
hospice care was not associated with shorter
length of life for any group of patients.
A growing body of clinical research suggests that for people with advanced illness,
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improvements in quality of life go hand in
hand with extending the length of life.
At Dartmouth, a palliative care research
team led by Dr. Marie Bakitas, whose
doctórate is in nursing science, enrolled 322
patients with advanced cancer receiving
standard oncology care. Patients gave per
mission to be assigned by chance to one of
two groups. One group received phonebased visits with a nurse who inquired
about their symptoms and provided éduca
tion, coordination of care, and supportive
counseling for living with their illness. The
other group did not. The main focus of the
study was to assess the effects of this simple,
less comprehensive, and relatively inexpen
sive palliative intervention on people’s wellbeing and health care use. On average,
people receiving this “low-dose” palliative
intervention had significantly higher mood
and self-reported quality of life, while there
was no significant effect on symptom intensity (which was low in both groups) or on
total health services used through the end
of life. The study was not designed to
investígate the impact on survival, yet it
found that median length of life was 14
months in the intervention group and 8.5
months for those receiving standard oncol
ogy care. By the study's completion at three
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years, similar numbers of patients in both
groups had died.
Convincing evidence of the capacity of
palliative care to simultaneously improve
quality and extend length of life came from
a study by oncologist Dr, Jennifer Temel
and associâtes at Massachusetts General
Hospital. After giving their permission to
particípate in the study, 151 patients who
had been recently diagnosed with incurable
metastatic lung cancer were randomly assigned to receive cancer treatment with or
without concurrent palliative care, This was
team-based, “full-dose” palliative care of
the sort that our team at Dartmouth pro
vides. Patients receiving palliative care
experienced substantially lower incidence of
dépréssion and higher quality of life on
three standardized, multidimensional ques
tionnaires. The most striking finding was
that patients in the palliative care group
lived a median of 11.6 months, compared
to 8,9 months in the usual care group. A
2.7-month survival advantage might not
seem dramatic, but this magnitude of therapeutic effect would be considered a major
advance if it were attributable to a new
chemotherapy treatment for people with late
stages of lung, pancréas, breast, or colon
cancer. In Dr. Temel’s study, patients in the
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intervention group were less likely to receive
aggressive cancer treatments within two
weeks of their death and more likely to
receive hospice care at home,
This study rightly made headlines when it
was published and generated substantial
discussion. It now seemed possible that
team-based palliative care extended life to a
degree comparable to newer immune-based
chemotherapy drugs that may cost $6,000
to $10,000 per month and can cause rashes,
bleeding, in fection , and other lifethreatening side effects. In contrast, teambased palliative care for a patient and family typically costs several hundred dollars
per month and does not cause rashes, bleed
ing, or infections. With palliative care,
quantity and quality of life are not at odds;
indeed, being comfortable is considered a
key to living longer.
Mickey’s good quality of life continued
into early spring. Dr. Ernstoff spoke with a
specialist in neuroendocrine tumors in
Florida and together they arranged for
Mickey to continue receiving chemotherapy
infusions every three weeks during the
winter and spring in Florida. During the
last days of March he felt weaker and his
appetite was poor. His oncologist in Florida
repeated blood tests and a CT sean, and
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told Mickey and Sandy that the tests now
showed that the cancer was progressing
despite the chemotherapy. He said that it
was now time again to bring in hospice care.
This rime, almost magically, to Sandy’s
surprise and relief, ail four of their children
arrived at their Florida home that same
night. They explained to their parents that
they were staying for the duration. The
duration turned out to be just a handful of
days. His hospice nurse visited in the morning to review plans for managing his symptoms and to make certain that everything
they needed was in place. On Friday, April
6, 2007, Mickey said he didn’t hâve the
energy to get up and get dressed.
In the early afternoon he became restless
and uncomfortable, and insisted he needed
to get out of bed. He confided to his son,
Barry, that he was dying. Barry assured him
that everything was in place and that he and
his sisters were ail there to help care for him
and to support their mom and one another.
The hospice nurse returned at 3:30 in the
afternoon. She placed a few drops of highly
concentrated oral morphine under his
tongue and gave him a small dose of
lorazépam solution. He was more comfortable within minutes.
Mickey died peacefully at 5:22 p.m, with
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Sandy and their children sitting around his
bed.
Over lunch with Sandy, nearly three years
later, I asked her to reflect on their expéri
ence. Sandy said she still gets sad whenever
she thinks of his dying but feels Mickey’s
last months were a gift. “Through palliative
care he did hâve wonderful quality of life.
When you met him in the hospital, he never
dreamt that he would go to Florida again.
He never dreamt he would walk or play
golf.”
When I asked Sandy what she thought had
been helpful to Mickey’s care, she was
emphatic that the quality of life and length
of his life were connected. By relieving his
pain, decreasing the swelling in his legs so
that he could walk, and adjusting his médi
cations so that his appetite came back, she
felt he’d regained his will to live.
Were there lessons she would tell others? I
asked. She was also emphatic. “If you hadn’t
made me involve my children and my family — I wouldn’t hâve done it, because I
was ‘the mother.’ Fd say, ‘Oh, my kids are
busyf ” (At the time, their “kids” were ail in
their fifties.) “But you said, ‘They hâve to
be heref So, I listened to you.”
She has become a true believer.
“Now I say the same thing to ail my
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friends who hâve someone who is ilL It is
important that people know that they cannot be modest. They hâve to hâve the sup
port of family to rally around and work it
out. That is something that you taught me,
Ira. I hâve included my kids in everything
since, but it was something I never did
before because I was the mother.”
When any one person becomes sick, a
family inevitably expériences the illness.
Each and every member of a personas
emotional family feels an impact in his or
her own way. I often say to families, “You
are each going to expérience this as indi
viduáis. You might as well go through it
together.”
Although the evidence continues to build,
it is stiîl surprising to many people that
hospice and palliative care help patients live
longer. Hospice, partieularly, is associated
in people’s minds with dying. That is a
resuit of Medicare’s regulatory restrictions,
but hospice is — and should be — much
more. Because it is funded by Medicare —
under spécifie eligibility criteria — hospice
programs are widespread and the most
highly developed and available way of
delivering palliative care in the United
States.
In many areas, hospice does serve patients
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in hospitals and nursing homes. However,
for the most part in the United States,
hospice cares for patients who wish to stay
at home through the end of life. It is often
said that the main problem with hospice
care is that you hâve to be dying to get it.
Hospital-based palliative care programs
are much newer. A few years earlier the sort
of care that our palliative care team provided
to Mickey and Sandy Zimble would not
hâve been available. W ithout the fairly
intensive level of care that our team pro
vided while he was in the hospital — we
saw him at least daily and sometimes two or
more times when he was in pain or anxious
— Mickey might well hâve died within a
week or two of going home.
With little public awareness or fanfare, in
recent years, hospital-based palliative care
programs hâve flourished. Almost ail hospi
tals of two hundred beds or more — and
many smaller hospitals — now hâve at least
a small palliative care program.
Clinical outcome studies suggest that pal
liative care can alleviate pain, shortness of
breath, and other distressing symptoms
among seriously ill people, enhance their
quality of life, and improve satisfaction on
the part of patients and families.
Key components of palliative care, such as
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family meetings to clarify goals of care, clear
communication about prognosis and expected outcomes, and counseling related to
life completion and closure can decrease
conflict over treatment decisions. These élé
ments of care hâve been shown to diminish
posî-traumatic stress among family members after a patient has been in the ICU,
and may lighten the weight of grief family
members expérience after a patient dies.
In another study, Dr. Bakitas’s research
team at Dartmouth-Hitchcock Medical
Center reviewed charts of one hundred
patients who died in our hospital during
2008. Thirty-two patients had been seen at
least once by our clinical palliative care
team. The patients served by our palliative
care team were more likely to hâve an
advance directive document on file (72
percent vs. 48 percent) and less likely to die
in an ICU (25 percent vs. 67 percent).They
averaged fewer invasive interventions, such
as CPR, intubation and assisted ventilation,
kidney dialysis, chemotherapy, and medically administered nutrition, but were
significantly more likely to hâve been visited
by a social worker or chaplain. Importantly,
families of patients who were served by our
palliative care team were more likely to be
présent at the time of death.

When we first meet patients, we often cannot predict the course of their illness. Even
when cure is out of reach, for some people,
like Mickey Zimble, late-stage treatments
can help stem the tide of disease or enable
people to maintain an even keel. Part of our
role becomes helping people stay the course
of treatment, managing practical problems,
and alleviating any side effects and compli
cations that arise.
I often meet people who know full well
that they are dying but want to stay alive for
a spécial event. Paul Gilliam fit that descrip
tion. In his early fifties, Paul was being
slowly killed by colon cancer that had
blocked his bowel and caused puddles of
infected fluid to form in his pelvis. He was
miserable, and desperate to stay alive to at
tend his only daughter’s wedding. Our pal
liative plan of care included daily IV anti
biotics and monthly CT scans so that the
interventional radiologists could reposition
cathéters that drained his infections. To
control pain he wore a fanny pack with a
small portable pump that delivered a continuous IV infusion of hydromorphone and
had a PCA butrón that he could push to
give himself an extra dose up to every ten
minutes, when he needed it. Because he was
younger than sixty-five and had insurance
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through his employer, he was not bound by
M edicare’s “either-or” restrictions for
hospice care. Therefore, Paul was admitted
to hospice and the hospice team in his community coordinated his health care at home,
including making sure that his antibiotics
and hydromorphone were administered as
prescribed. His insurance paid for his scans,
procedures, and hospital bilis separately.
Ail of these measures enabled Paul to live
with his cancer and keep his infections at
bay. Still, he remained discouraged that he
could not receive more chemotherapy. To
him chemotherapy represented hope for living longer. However, Paul’s oncologist had
been clear that because of his infections,
any further compromise of his immune
System would be deadly.
There was another perspective that I
wanted to offer. “Paul, for what it is worth,
when people hâve been ñghting cancer for a
long time, as you hâve, there often comes a
point at which they may live longer if they
decide to live with their cancer rather than
continue to fight against their cancer. What I
mean is that if a person is tired and rundown, more chemotherapy may not be in
his or her best interests and may actually
shorten the person5s life.
“Oncologists tend to start with the most
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effective chemotherapy they hâve for a
patientas cancer. Second-, third-, and
fourth-line treatments may be less effective
or carry more side effects. When cancer
grows despite chemotherapy or when it
recurs, the situation may become one of
diminishing returns on a person’s investment of limited time and energy. Sînce most
chemotherapy affects normal cells as well as
cancer cells, these médications can take a
toll on one’s general health — something I
know you know ail too well.”
“I know this in my head, Dr. Byock,” Paul
said, “but when I get home, on the days I
feel better, it drives me crazy that I am not
doing something to try to live longer.”
These are feelings I commonly hear people
express.
“I hear you, Paul,” I replied, “but please
consider that what you need most — cer~
tainly right now, and possibly in the weeks
ahead — is to concéntrate on getting the
best nutrition you can, and both rest and
exercise when you are able. People are more
than their organ Systems. Being comfortable
and emotionally well within yourself is also
important to your general health and to living longer. I believe that is why studies hâve
shown that people who receive hospice care
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actually tend to live longer than people who
don’t.”
In Paul’s situation it worked. With inten
sive supportive care he lived to attend and
enjoy his daughter’s wedding and a few
months more.
When I approached Alonzo Scarza about
hospice care, I knew it would be a sensitive
conversation. At seventy-two years of age,
Alonzo had never slowed down. Now he had
been diagnosed with esophageal cancer that
had spread throughout the lining of his
stomach. The surgeon who had tried —and
failed —to remove the tumor told him that
his stomach resembled a deflated leather
football and was every bit as stiff.
Alonzo couldn’t eat. The surgeon had
placed a feeding tube, which traversed his
abdominal wall and could deliver nutrient
solution directly into his jéjunum. But
Alonzo’s gut would not tolérate more than
300 or 400 calories a day, nowhere near
enough to keep him alive in the long run.
When I first met him, seven months
earlier, Alonzo was still stocky and built like
a football player. I wasn’t surprised when
he told me that he’d been a star défensive
lineman in high school. There were half a
dozen photos of Alonzo taped to his hospital
room wall, usually grinning, with his arm
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around one of his kids or wife or sister.
Except for a midlife belly, he had retained
his muscular frame through his adult years.
Now, like his shriveled stomach, he appeared deflated. His usually smooth dark
skin had a ruddy purplish hue and cobbled
texture of a rash caused by one of the
chemotherapy médications. It took a conscious effort for him to turn himself in bed
and he needed help transferring to the com
mode or recliner in his hospital room.
Our team had met Alonzo during previous hospitalizations. He was almost always
animated. Alonzo was proudly ItalianAmerican, but he frequently reminded me
of Anthony Quinn in the film Zorba the
Greek. Loud, exubérant, arms open. This
was his third time in the hospital in the past
two months and his fifth time since February. This time it was for a “port infection.”
The reusable injection site implanted under
his skin for administering chemotherapy
and other médications had become colonized with MRSA, a Staphyfococcus aureus
bacteria that is résistant to nearly ail antibi
otics. Having MRSA bacteria in his bloodstream was acutely life-threatening. But in
Alonzo’s case, the M RSA infection was
already under control and on the way to being cured, Treating it had required remov194

ing the port and long intravenous cathéter
to which it was connected, and two weeks
of antibiotics through new IVs in his forearms or wrists that were replaced every few
days, Things had gone well and he was due
to be discharged in just a couple of days. I
expected him to be upbeat and talkative,
but his mood was unusually dark. Alonzo
was frustrated, he said, because Dr. King,
his primary oncologist, had stopped by his
hospital room and explained, yet again, that
he could not hâve more chemotherapy.
He had been diagnosed with cancer in
early fall, little more than half a year ago,
but said, “It seems like another lifetime,*3
adding with his arm raised for emphasis,
“before the worst fucking winter of my life.”
When he was diagnosed, even though his
cancer appeared to be conhned to the
juncture of his esophagus and stomach, the
odds were long against his cancer being
cured. Still, aggressive treatments seemed
worth a try. During the discussion at
Gastro-Intestinal Tumor Board, the hope
was that chemotherapy might shrink the
tumor enough for an oncologie surgeon to
take out his lower esophagus and most of
his stomach and fashion a small pouch to
function as a neo-stomach. If ail went well,
he would be able to eat nearly normally
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(small frequent meals) within six months to
a year. Unfortuiiately, instead of things going well, his first round of chemotherapy
was a nightmare. He had terrible mucositis
— the lining of his mouth and throat became inflamed and then raw, as if îhey had
been burned and the skin sloughed off —
and the chemotherapy caused his blood
counts to plummet. After eleven days in the
hospital he had recovered enough to go
home. A week later he was readmitted with
swollen legs, readily diagnosed by ultrasound as clots in the veins of both his legs
and his pelvis. Adding insult to injury, an
allergie reaction to heparin, the médication
he was given to dissolve the clots and
prevent new ones, caused his platelet counts
to fall even further than they had from the
recent chemotherapy. This put him at high
risk of bleeding. Thankfully, a different
blood-thinning médication worked well. His
platelet count rose and, once again, he was
well enough to go home.
Two weeks later, he restarted chemo
therapy. At least twice a month, one of the
nurse practitioners from our team, Betty
Priest or Helen Walek, had an appointment
with Alonzo on a day he came for cancer
treatments. At least twice during the past
four months, they had gently raised the
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topic of hospice care with Mr. Scarza. But
to Alonzo, hospice meant giving up. He was
having no part of it.
Alonzo was a self-described stubborn man
— T m hardheaded, no sense denying it,”
he said — but he was hard not to like. He
was a quintessential character, a secondgeneration Italian-American whose facial
expressions, bighearted smile, way with
words, and life story were positively cinematic. His father was just six years old
when he came to America, through Ellis
Islande with Alonzo’s grandparents. Alonzo
was the same age when he, his father,
Anthony, and his mother and younger sister
were interred during World War II.
After the war, his family moved to Reno,
Nevada, and his father worked in construc
tion, becoming a foreman for a thriving
building company. Alonzo followed in his
dad’s footsteps and learned to run heavy
machinery. He, too, became a foreman and
then supervisor o f major construction
projects. Finally, he started his own com
pany. He loved his work and his employées
— and they loved him. He succeeded in
business and, it seemed, in life. Besides his
work, Alonzo loved horses, Mostly he loved
owning racehorses and betting on them; the
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latter passion he retained through hís illness.
In the hospital, on days he felt reasonably
well, he was a fount of captivating stories
about the horses he had loved and races his
horses and jockeys had won or lost. One
knew when he felt poorly, because he
wouldn’t regale you with stories. Even on
his worst days, Alonzo was patient and uncomplaining.
He married for the first time in his late
thirties, and he and his wife had a son
vvhom they named after his deceased father.
Tragically, his wife and son were killed in a
car accident when little Anthony was just
nine. Alonzo grieved, but went on. In telling
me about that time in his life, he said he
knew that life was not fair and he did not
expect only joy. He remained single for
nearly two decades, absorbed in his busi
ness and “the ponies,” until 1992, when he
met and fell in love with Caria. The daughter
of a close friend, Caria was twenty-two years
younger than Alonzo. They married and
soon Caria gave birth to a little girl, Toni,
who was now eight years old and the apple
of Alonzo's eye.
During the fall and winter from hell when
he was hospitalized, first for his surgery,
then for the side effects of chemotherapy,
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and clotting and low platelet counts —
whenever things did not look good, Alonzo
would explain that he was fighting to stay
around “for Caria and Toni.” Whenever one
of us, or Dr. King, asked him what his goals
were, his answer was “to get stronger” so
that he could hâve more treatments.
On this day, however, it was time to bring
up hospice again. We had finished our
routine of discussing his abdominal and
mid-back pain, whether he had significant
relief when he pushed the PCA “pain button,” and, on average, whether he’d been
using it any less since we had adjusted the
continuous dose yesterday. Yes, he was us
ing it considerably less. We asked how heJd
slept (not so well, due to being awakened
whenever his IV pump beeped and at five
a.m. to hâve his blood pressure checked)
and whether he had gotten out of the room
at ail yesterday (yes, for a few laps around
the ward and one walk to get a Boston Globe
at the store on the medical center’s Main
Street).
Alonzo knew that he was getting ready for
discharge, but he was not eager for it. He
felt secure in the hospital. The nurses knew
him well and universally liked him — and
they were always just a push of his cali button away.
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There was no good medical reason for
him to stay in the hospital, The MRS A had
been defeated, the causes of his various
symptoms and general decline were known,
and symptomatic treatments were in place.
No further tests or scans were planned.
Likewise, there were no plans at présent to
treat his cancer. He was far too weak to
receive more chemotherapy, Dr. King had
been explicit that he would need to gain at
least fifteen pounds and be able to walk
without assistance — except with the aid of
a walker — before he would consider giving
him another dose of chemo.This was a bone
of contention for Alonzo.
I knew I had my work eut out for me.
“Alonzo, I hâve to hâve another serious
conversation with you about going home.”
He looked at me and nodded imperceptibly.
“Your infection has cleared up. Your pain
is pretty well controlled.” I spoke slowly.
Although I had other patients to see, this
discussion could not be rushed. In the
practice of palliative care this conversation
was a medical intervention every bit as
important as an operation is to a surgeon.
“In sending you home, I want to make
sure you are getting the best care possible.
At this time, I believe that includes hospice

care. I know that’s a sensitive topic,” I said,
“but I want you to hear me out.”
Those Iast words had not left my mouth
before he gave me a look that he’d give a
guy who was trying to sell him a lame horse,
“I donh know how many times I hâve to
tell you, I am not giving up. I will walk back
into that office — mark my words,” he said.
“Alonzo, you are a strong man. I hâve
been listening. We ail hâve. We are ail on
board with helping you get there. We think
it is a long shot, but you hâve a lot to live
for and you hâve beaten long odds in your
life before.
“It will take a lot for you to get stronger.
You need help with your nutrition and
médications and with getting around. Look
at ail the care that the nurses hâve been doing for you here. When you go home, you
are going to continue to need your pain and
nausea médications, and the blood thinner
injections, and the J-tube [jejunostomy
tube] infusion. Caria is good with ail of this,
but itJs a lot for one person to do. I want
her to hâve ail the help she can get.”
I explained that hospice is the highest level
of home care there is for people in his situ
ation. “It’s like home health care on steroids,” I said, “I know that you don’t want
to hear about it because hospice is intended
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for people who are dying, but there’s a
loophole.” I paused. He looked up. Now I
had his attention.
“Officially, you do not need to die to get
hospice care; you just hâve to be sick
enough so that no one would be surprised
if, six months from now, you had died.
Here’s the deah On the papers that they
will give you to sign, it will say that to
qualify for hospice you must acknowledge
that you hâve a condition that is likely to
take your life ‘if the disease runs its natural
course.5 ” I made air quotes with two fingers
of each hand as I spoke. “The words ‘if the
disease runs its natural course5 on the
admission form comes right from the law
that made Medicare start paying for hospice
care.
“What you hâve been trying to do — what
we hâve ail been trying to do — is to change
the natural course of this disease. That is
still the goal. But let’s look at the trends,
Alonzo. Months ago you were visiting the
stables and track every day, but during the
past six months your strength and appetite
and weight hâve gradually declined.” Now I
traced a set of stairs in the air with my index
finger, each step headed down.
“Let’s face it. If we are unable to change
the natural course of the disease, no one
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will be surprised if you will hâve died six
months from now. Isn’t that right?55
Our eyes met. He hesitated only a second.
“Yes. That?s right.” He nodded.
“I just don5t want too many people in our
home. I think we can get by with the nurse
coming a couple of times a week.” This was
a second level of résistance and might mean
I was making progress.
“I want to answer that in a few ways. First,
it is lousy to hâve your privacy invaded. Ail
I can say is that we will ask the hospice team
to keep things to a minimum and respect
your privacy and your family5s privacy. In
my expérience, once people actually meet
the hospice nurse who will help care for
them, he or she stops being an idea and
becomes a person. Familiarity builds
quickly, and before long it doesn’t feel like
an intrusion to hâve the nurse visit.
“I also want you to know that I am bringing this up because I hâve been listening.
Even with hospice involved, you will hâve
more privacy at home than in here. My
worry is that if we send you home with
routine home health care — a nurse to visit
once or twice a week, it will not be enough
support and there will be a time when we5ll
be rushing to catch up to your and Carla’s
needs. If something happens — maybe a
203

bad épisode of pain or your IV becoming
unplugged — you could very likely end up
back in the hospital. When situations like
that occur, Alonzo, the truth is sometimes
people conclude that ‘we can’t manage at
home5 ” — my air quotes were back — “and
the person who is iil ends up in a nursing
home. I don’t want that to happen here.”
I realized that I was scaring him, but I
hâve seen situations similar to his play out
in this fashion far too many times not to
warn him about what might lie ahead.
I explained that hospice care just might
help him live longer — that ironie as it
might seem, hospice would give him the
best chance of meeting his goal of getting
strong enough to receive more chemotherapy. I was honest that even with hospice,
I thought the chances were small. Still, I
was doing my best to get him to let the
hospice team in the door.
“The hospice program can send a nurse
in two or three times a week if ail is well,
but more frequently if needed. A physical
therapist from hospice can see what sort of
equipment might help you transfer out of
bed. They can adjust your J-tube infusion
so that as your body tolérâtes it, you can
hopefully gain some weight. If ail goes well
and you gain the weight and get stronger,
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you can simply 'gradúate from hospice’ and
get more chemotherapy. There is nothing
wrong with that. If you do not get stronger,
you will already know the team that can best
support you and Caria and Toni through
the end of your life.
“Capishe?” I asked in my best Jersey Itaîian.
“Yeah, I understand,” he replied, nodding
his head as he continued to ponder the
change in his situation. His mouth was in a
tight smile, but he did not look happy;
rather, he looked resolved, as if his horse
had just crossed the line fourth. “It is what
it is, eh, Doc?”
Few people in Alonzo’s situation do
gradúate from hospice. It may be as few as
one in twenty. Mickey Zimble was one of
the lucky ones. Most people in Alonzo’s
predicament go on to die at home, with
hospice care continuing. Alonzo did, only
three weeks after being discharged. He was
at home, comfortable, and from his family’s
report, at peace.
My favorite example of someone being
referred to palliative care, including hospice,
and living longer is not Paul Gilliam or
Mickey Zimble or Art Buchwald; it is my
cousin, Edith Glikin.
Norman Glikin, Edith’s late husband, was
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my mother’s cousin. Edith and Norman
were my parents5 best friends. Growing up,
they and their children, Sandy and Susie,
were my favorite relatives. Our families
spent a lot of time together. As a young boy,
during a summer week I spent at their home
playing with Sandy, Edith taught me to ride
a bicycle, for which I am eternally grateful.
In late January 2004, at the age of eightythree, Edith underwent heart surgery.
Things went well during surgery, but she
had a very difficult recovery, marked by
prolonged heart failure, breathing difficulties, dangerous cardiac arrhythmias, and
profound dépréssion. She was in the hospi
tal for weeks, much of the time in pain and
generally miserable. During the first weeks,
she had to hâve a thoracentesis performed
on three occasions to remove fluid around
her lungs. In the larger scheme of medical
procedures, it is not a big deal. But it was
to Edith. In an X-ray suite, sitting on a cold
table, her robe was removed and the sides
of her chest were swabbed with iodine solu
tion (also cold) as a disinfectant. A small
shot of local anesthetic was injected in a
dime-size area at a site on her mid-back,
underneath which lay a pool of fluid. The
radiologist passed a long, wide needle
(roughly twice the diameter of a spaghetti
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noodle) between her ribs until fluid was
returned. Then a guide wire was passed
through the needle, the needle was withdrawn, and a firm, tapered plastic cathéter
about the gauge of macaroni was threaded
over the guide wire and into the pleural ef
fusion that had collected between the linings of the chest wall and lungs. The guide
wire was then withdrawn and the outer end
of the cathéter was connected to a stopcock.
Seing very careful to maintain négative
pressure on the cathéter at ail times, the
physician who performed the procedure
withdrew fluid into a large syrînge. When
he had drained ail he could, the cathéter
and syrînge were removed and a watertight
dressing was applied to her skin. Then he
repeated the procedure on the other side.
Edith lost ail her appetite while in the
hospital and, therefore, wasn't getting the
calories or protein she needed to get stronger. She was unable — or refused — to
particípate in physical therapy. Edith
thought she was dying and repeatedly asked
her children — Sandy and Susan and their
spouses — to let her go home. Several of
her immédiate family members, including
Sandy, who is a pediatrician, his wife, Jenny,
and sister, Susan, who are both nurses, worried that she might be dying. Edith’s cardi207

ologist disagreed. He explained that she
merely had a shocked heart syndrome. It
was unfortunate, he said, but it happens
sometimes. While bothersome, he was sure
she would eventually get better. With this
assurance, the family acquiesced and prevailed upon Edith to go to a réhabilitation
center. The first one was awful and was too
far from her daughter, Susan, so after a few
weeks she was transferred to another.
Things went from bad to worse and Edith,
clearly failing to thrive, was readmitted to
the hospital. Now there was concern that
she needed a PEG tube to supplément her
nutrition. Antidepressants that had been
prescribed during her first hospitalization
were changed. Edith continued to decline.
I had been staying in touch with the fam
ily by phone but had not been part of
decision-making conversations. By early
March 2004, Jenny Glikin called me and
asked me to weigh in. She described Edith
as deteriorating in body and spirit. Her
heart failure was stable, but she was not eating, exceedingly weak due to her surgery
and deconditioning, and getting weaker.
I asked Jenny whether she would be surprised if Edith died within the next six
months.
“Not at ail. I would be surprised if she
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were alive in six months!” Jenny replied.
This is a slight variation of what’s come
to be known as “the surprise question” —
“Would you be surprised if this patient died
in the next year?” — that has been promulgated by palliative care physician Joanne
Lynn as a simple way of screening for
eligibility for palliative care. Studies hâve
shown that a physician’s response to the
surprise question is a significant prognostic
indicator — that is, a predictor of a person’s
life expectancy — in cancer and kidney
failure, as well as in a large primary care
practice.
I suggested that we consider referring
Edith to hospice and Jenny thought it made
good sense. Her general debility combined
with her heart failure would make her
eligible under Medicare. When Sandy and
Jenny approached Edith’s cardiologist, he
told them the idea was unheard of. When I
subsequently called him, he initially said
the same thing to me. However, when I
asked him the “surprise question,” he had
to admit that he wouldn’t be shocked if she
died in the next six months, or even the next
three months. He agreed that she had been
declining. Her performance status was aw
ful, her serum albumin was less than 2 —
an objective sign of malnourishment. I
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explained that the family was willing to care
for her around the clock (including hiring
nurses5 aides to sit with her at night) and
that the hospice program vvould send skilled
nurses to weigh her and take her blood pres
sure and puise, examine her with spécial at
tention to her breathing and edema, and
help manage her médications, including her
furosemide (Lasix) and potassium. A physical therapist with hospice would see her
twice a week and would teach both Edith
and her family strengthening exercises. This
time, he relucíantly agreed — or acquiesced,
It ail worked. Once at home, Edith5s mood
improved. She started eating. She worked
with the physical therapist and her nurses’
aides and did her exercises faithfully. Her
improvement was slow but steady. Her
shocked heart syndrome gradually resolved.
Her swelling subsided and her dépréssion
lifted. Within three weeks she was up and
around with a walker; within five weeks, she
was feeling better than she had been before
surgery. She graduated from hospice.
Fourteen months after her surgery, I
danced with Edith at a family wedding. For
me, Edith’s expérience epitomizes the con
nection between higher quality of life and
survival. Like Mickey Zimble, she recovered
her will to live and, thereafter, she recovered.

We recently celebrated Edith’s ninetieth
birthday. She has just had the battery of her
implanted cardiac defibrillator replaced.
While she was in the hospital I interviewed
her about her thoughts on having been a
hospice patient.
She said her cardiologist, whom she sees
every six months and likes very much, still
thinks I am crazy. She laughed out loud
when she told me that he teases her every
time she comes in for her routine appointments. “He’s clueless! I wouldn’t be here if
it wasn’t for you and hospice!” she joyfully
exclaimed. Her children and I would make
the same decision again.
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5 .

M o r b i d i t y a n d M o r t a l it y

“Today’s case involves a twenty-seven-yearold man with newly diagnosed HIV-AIDS
who presented with progressive bilateral
pneumonía that progressed to fulminate
ARDS [acute respiratory distress syn
drome] . The case involved complex medical
complications and decision-making and
entailed considerable suffering.”
Dr. Antonia Ahornare stood behind the
podium., looking up at her audience in a
large lecture hall at Dartmouth-Hitchcock
Medical Center. The auditorium was an
academie amphitheater and the event was
the time-honored tradition of the monthly
Morbidity and Mortality conférence.
In the culture of medicine, Morbidity and
Mortality conférences occupy a privileged
position. M&M conférences (or just M&Ms
in the vernacular of medicine) are the places
where bad outcomes, usually potentially
avoidable serious complications or deaths,
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and even frank mistakes are openly discussed for the sake of improving practice
and quality of care. In récognition of their
time-honored value as quality improvement
and continuing éducation activities, many
States’ laws grant M&M conférences spécial
protection from being discoverable in civil
malpractice litigation. These are weighty
events. Not surprisingly, the prospect of
presenting a case for discussion at an M&M
conférence can be terrifying for physiciansin-training.
The tradition began in the field of surgery
where the warrior culture is particularly
strong. To this day departments of surgery
in most teaching hospitals require ail staff
surgeons and surgical residents to attend
the regularly scheduled monthly M&M
conférences. And, consistent with surgical
culture, surgery M&Ms are regularly sched
uled for six thirty on a weekday morning.
At that early hour, before an auditorium of
one’s surgical mentors and peers, the armor
of invincibility and infallibility is dropped or
simply disappears. Cases are presented by a
physician representing the patient’s treating
team, and questions and comments are
solicited from the surgeons in attendance.
The focus is tightly on the quality of care
provided. Criticisms are plain spoken and
213

not personal — in fact, the process is
deliberately nonpersonal — but questions
and comments can eut deeply, something
surgeons do best.
Many departments of internai medicine
hâve adopted the practice with minor modi
fications, Internai Medicine M&Ms tend to
occur during daylight hours and criticisms
tend to be less blunt. However, presenting a
case at M&M is still not for the faint of
heart.
One of the pleasures of practicing where I
do is the opportunity to interact with bright,
energetic, deeply committed physicians-intraining. I enjoy teaching and practicing
with them — and learning from them. Dr.
Altomare is among the very brightest rési
dents I hâve ever encountered. Hardworking, smart, and serious, Antonia is a petite,
dark-haired young woman, who, in addition
to her intellect and thoughtful, meticulous
work, is known for being consistently cheerful, somehow even during brutally long days
and nights at the hospital.
This Internai Medicine M&M conférence
offered Antonia a high-profile opportunity
to teach her fellow residents and her faculty
alike. After residency, Antonia wa$ going on
to fellowship training in infectious disease
and had chosen this case partly because of
214

the many infectious problems that the
patient had experienced. But there was
more to it than that. Antonia had e-mailed
me two weeks before the conférence to let
me know she was going to présent Daren's
case. Being familiar with the patient and his
family, I thought it was a courageous choice.
Few cases are as wrenching as Daren’s. In
saying clearly that it “entailed considerable
suffering,” Antonia had crafted a gutsy
opening in a most challenging academie
venue.
She continued, “Daren McCallum, the
pseudonym 1*11 use in referring to our
patient, presented to the hospital on April
23 last year. He had been seen at an urgent
care center in Minneapolis, where he lives,
for complaints of a nonproductive cough,
rhinorrhea, and fever twice in the month
prior to admission. Treatment with oral
azithromycin resolved the fever and improved his symptoms for several days,
However, within a week his symptoms
recurred. Eleven days prior to admission, he
saw an internist in Minneapolis, A chest
X-ray showed bilateral infiltrâtes and he was
treated with moxifloxacin and prednisone,
and improved only slightly. During the
week, he flew to Vermont to stay with his
parents. His cough worsened, low-grade
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fevers recurred, and he developed shormess
of breath, On the morning of admission, he
saw his family’s primary care physician who
was concerned about the worsening of his
respiratory status. A chest X-ray now
showed more dense infiltrâtes bilaterally.
His doctor arranged for an urgent consulta
tion with the Infectious Disease clinic here.
The patient was admitted from the ID
clinic.”
As she spoke, PowerPoint slid es with bulleted highlights of the sequence of events
appeared on a large screen behind her left
shoulder; his symptoms, dates of his visits,
lab and X-ray tests, and médications prescribed. Each slide was replete with medical
ter ms, abbreviations, and jargon that would
hâve been undecipherable to nonclinicians.
Even for the majority of the physician audi
ence who do not practice infectious disease,
several abbreviations and médications were
unfamiliar. This only heightened our inter
est. In the 1980s and early 1990s patients
with HIV disease and life-threatening op
portunisme infections were common. However, in the United States and many of the
developed countries, since the advent of
highly active antirétroviral therapy, or
HAART, in 1996, the incidence of fullblown AIDS has fallen sharply. For a major216

ity of Americans who are HIV positive
HIV+ for short — the infection has become
a manageable, chronic condition. And for
many HIV + people who are taking HAART
médications, the infection causes no appar
ent health problems. Indeed, Daren was one
of only a handful of patients with HIVrelated conditions that our Palliative Care
Service team has helped care for in the past
few years.
Antonia presented the clinical story as it
had unfolded to the physicians who had
admitted Daren to the hospital slightly more
than seven months earlier. She summarized
his admission H&P (med-speak for the hi$tory and physical examination), which
included basic information about his past
history, including medically pertinent details
of his personal and social life, ail of which
she related in a matter-of-fact manner. We
learned that Daren lived in the Twin Cities
area, and worked as a buyer for an eketronics firm. He was single, sexually active with
men, a nonsmoker, who occasionally drank
one or two beers in the evening, and had
never used illicit drugs. He had not traveled
outside the country in the past three years,
had no pets, no close exposure to birds, and
no history of exposure to asbestos or other
respiratory toxins.
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The physical examination note that she
read described Daren on the day of his
hospital admission as appearing acutely ill.
Even with 2 liters per minute of pure
oxygen blovving through cannulae in his
nostrils, he was slightly short of breath with
exertion. He could speak in full sentences,
but they tended to be short sentences. At
times he leaned forward to brace himself
with his forearms and tightened the “accessory muscles” in his neck and shoulders to
help him breathe.
His past medical history was unremarkable. He had never been seriously ill and
did not hâve asthma or a history of other
respiratory problems. His only surgery and
only time in the hospital was for appendicitis
at age twelve. He reported being négative
on a test for HIV three years ago.
For the first fifteen minutes or so Antonia
presented the medical details of the case,
which were fascinating to those of us whose
practices involve taking care of seriously ill
people. (If there was ever a time and place
in which morbid fascination was entirely
appropriate, this was certainly it.)
She showed a grid of his laboratory tests
and initial X-rays. His white blood cell
count was modestly elevated at 12,700,
abnormal but not alarming. His chest X-ray
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was more impressive, showing patches of
white infiltrâtes scattered throughout his
right and left lungs. However, the X-ray im
ages were nonspecific. A large number of
viruses or bacteria or inflammatory condi
tions can cause this pattern. Knowing that
his most recent HIV test was positive helped
narrow the diagnosis, but the number of
germs to which HIV+ patients are at risk
for is still long — and worrisome.
During the first hours of his hospitalization, multiple laboratory tests were sent —
blood cultures for bacteria and fungi, and
antibody tests for common viruses. A CD4
count (an index of the T lymphocytes affected by the virus) and viral load assay
were sent to better define the extent of his
HIV disease. He was started on IV antibiot
ics for presumed Pneumocystis carinii
pneumonia (or PCP) infection, a frequent
conséquence of AIDS that causes significant
inflammation in the lungs of affected
people. For that reason he was also restarted
on prednisone, an antiinflammatory steroid
medicine.
Early in Daren’s care the question of when
to begin antirétroviral treatments against
HIV was raised. Antonia related a discus
sion among one of the infectious disease
faculty physicians, a résident, Daren, and
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his father during which they discussed the
possibility that treating the HIV virus too
soon could cause inflammation and temporarily cause his lung condition to deterió
rate. She presented slides with data from
two published studies on IRIS, the immune
reconstitution inflammatory syndrome, a
paradoxical worsening of illness that can
foliow starting HAART drugs. The findings
suggested that it is important to wait about
two weeks after treating PCP or other op
portuniste infections before starting highly
active antirétroviral therapy. Consistent with
recommendations, HAART médications
were initially withheld.
Nevertheless, Daren’s condition worsened. Over the next few days, despite
multiple médications to fight infection and
corticosteroids to quell inflammation, his
oxygen requirements rose from 2 liters to 4
liters per minute. Now the tubes were drying and bothering his nose. The medical
team’s daily progress note on hospital day 3
ineludes a quote from Daren: “I can’t seem
to take a deep breath, I get pretty tired when
I get up.” The next day he got intensely
short of breath simply walking from his bed
to the bathroom. That day’s progress note
quotes Daren saying, “This is the worst
expérience of my life.”

I inwardly winced as she read the quote.
Knowing the case, I was aware his expéri
ence was about to become much worse,
By day 5 his breathing was harder and
Daren appeared to be tiring out. For safety’s
sake, he was transferred to the intermedíate
care unit (ICCU), an area of the hospital
where sicker patients can be watched closely
through continuons cardiac and respiratory
monitoring, and where nurses hâve only two
patients to care for at any time.
Antonia projected slides containing direct
quotes she had extracted from the daily
notes in Daren’s medical chart, written by
the nurses and résident physicians who were
caring for him.
“Patient commented that he feels like he
is probably still in shock with receiving the
news about HIV. His father as well States it
will take time to absorb it ail. He feels that
the immédiate focus is getting Daren well.
After that he will focus on how his son’s life
may be impacted.”
“Patient is wondering what life will be like
for him once he is out of the hospital and
well. Patient does not know anyone who has
HIV.”
“Daren still States that his spirits are good
but recognizes that he is probably still
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overwhelmed with the events of the past
week”
In the afternoon of Daren’s tenth day in
the hospital, he had a fit of coughing — not
unusual during this time — but suddenly
became severely short of breath.The HERT
team was called and responded within four
minutes. On physical exam Daren had
subcutaneous crepitus in his neck and
underarms — meaning that his skin was
puffy and, when touched, felt crunchy, as if
it were covering a layer of Rice Krispies.
There were decreased breath sounds at his
right chest heard through a stéthoscope.
The obvious diagnosis for these physical
findings was a pneumothorax or collapsed
lung caused by air trapped between his lung
and chest wall. That was quickly confirmed
by a portable X-ray. Pneumocystis carinii
pneumonia often causes blebs to form in
the infected lungs. As a resuit, pneumothoraces are fairly common complications.
Although acutely life-threatening, with
prompt and proper treatment they are not
terribly worrisome. With a chest tube in
place and gentle négative pressure to keep
the lung infiated, things usually heal as the
infection résolves.
The senior résident in critical care rapidly
explained to Daren what needed to be done.
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Daren nodded his understanding and con
sent. The résident swabbed Daren5s right
chest, injected a few milliliters of lidocaine,
and made a small incision in his skin with a
scalpel, Then, using broad, blunt forceps,
the résident pushed between two ribs and
through the muscles and outer lining of
Daren’s chest wall, placing a plastic chest
tube into his pleural space. There was no
whoosh of pressure, which told the résident
and ICU nurse in the room that most of
the pressure of air trapped outside his lung
had dissipated into the subcutaneous fat of
his thorax (henee the Rice Krispies texture).
With the chest tube in place and his
respiratory status still tenuous, Daren was
moved to the ICU. He was not happy about
his new room, He complained about the utter lack of privacy, the constant noise, and
his inability to even get out of bed to sit in
a chair. However, for several days, his medi
cal condition was relatively stable. Test
results showed that Daren had a very high
HIV viral load and a very low CD4, or
T-cell, count of 71 (normal is between 700
and 1,000). He had CMV or cytomégalo
virus antibodies in his blood, meaning that
this nasty virus could be anywhere in his
body. In patients with seriously depressed
immune Systems, including people with
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HIV and low CD4 counts, CMV can infect,
inflame, and kill tissues in the lung, liver,
eye, and brain. Antibody tests for one common opportunistic fungus, cryptococcus,
was also positive, while another, toxoplasmosis, was négative. Serology assays for
hepatitis B and C and for syphilis were ail
négative. A lumbar puncture was performed
and tests showed no evidence of cryptococ
cus or CMV in his spinal fluid. An ophthalmologic examination showed no changes of
CMV, but was concerning for HIV retinitis.
By this point, twenty-five minutes into the
conférence, the audience understood the
medical picture and, because this was an
M&M, knew that things must not hâve gone
well. We were ail keenly aware that in addi
tion to conventional antibacterial, antifungal, and antiviral médications directed at
the CMV, Daren needed HAART meds to
kill the HIV viruses that were killing his
T-cells. Tension within the room mounted
over when, in this unfolding story, the treating team had decided to start HAART. It
occurred to me that the tension those of us
in the auditorium were feeling was but a
faint réverbération of the stress the treating
team must hâve felt at the time. As Antonia
continued to narrate the unfolding case,
there was growing suspense surrounding the
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question, What the heck had gone wrong?
We didn’t hâve to wait long to find out.
On hospital day 15, Daren was started on
Atripla, a combination of three antirétro
viral médications that each acted on a
sepárate pathway in the HIV virus^ life
cycle. On day 19 he had fevers and “desaturated into the low 80s,35Antonia said, meaning the levels of oxygen in his blood plummeted whenever he moved. He developed
another pneumothorax and needed a second
chest tube to help reinflate his left lung.
On day 20, his température rose again, as
did his need for supplémentai oxygen. He
was working hard to breathe and his heart
raced. After a brief discussion among the
critical care doctors, Daren, and his parents,
he was sedated to unconsciousness with
intravenous médications, intubated, and
connected to a mechanical ventilator.
Notes in the medical chart reflected the
rising sense of dread within his family.
From an ICU nurse: “Parents are at
his bedside, very shaken by the turn of
events ”
From a social worker: “In respecting
Daren's privacy and his explicit wishes,
his parents hâve not told his older sister,
who lives in Texas, that he was HIV + or
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that he’s in the hospital. Now they are
feeling guilty for keeping her in the dark
and uncertain what to do.”
From an ICU nurse: “They are concerned about Daren’s sister who only
knows that he has had pneumonía, but
does not know he is hospitalized. Now
that Daren is intubated, parents are
concerned about resentment from their
daughter for not sharing the situation.
They want to respect Daren’s wishes
and are trying to do what he wants.”
From another ICU nurse later the
same day: “Parents are feeling the burden of NOT having shared with anyone
that Daren is hospitalized, let alone his
HIV diagnosis,”
Reading quotes of this nature is highly
unusual for an M&M conférence. Usually,
there are detailed discussions involving
specialized physiological, pathological, and
anatomie details of cases, but deliberately
devoid of émotion. I was impressed that
instead of shying away from the emotional
anguish of Daren’s family, something that
would hâve happened in most M&Ms,
Antonia made it the focus of her présenta
tion.
In spite of the content, the tone of her
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voice was businesslike and her pace delibér
ate. Over the next days, a raft of tests was
obtained and treatments administered.
Daren remained on the ventilator, sedated
both for his comfort and so that he would
not “buck the vent,” reflexively coughing or
breathing out of sync with the bellows of
the machine. Very gradually his condition
improved and on hospital day 25 sédation
was decreased, the ventilator withdrawn,
and the tube taken out of his throat. He
was happy to be awake and able to talk!
And he had talking to do. His sister had
learned that he was in the hospital from a
Facebook posting by one of Daren’s friends
in Minneapolis. She immediately called
their parents, who explained what had occurred. That night she was on a plane from
Houston, and the next day she was at his
bedside. Rather than being upset, Daren
was upbeat and said he was relieved that
she knew he was ill. He spoke tenderly to
his family, saying he appreciated them ail
and nodded yes when asked if he’d consider
going with them to a support group for
people with HIV and their families. He did
ask, however, that they keep the informa
tion about his HIV status, health, and
hospitalization to their immédiate family
and very closest friends.
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His respiratory function was still only
borderline safe and he remained in the ICU
under close observation, but with Daren5s
improvement, everyone’s moods lifted. Six
days later he underwent video-assisted
thoracic surgery in which blebs were resected and the underlying lung sewed over.
Four days later his chest tubes were re
moved. He was transferred to a private
rooirij where he continued to recover.
The upswing was short-lived.
On his fifty-third day in the hospital, while
flipping through a movie magazine, Daren
abruptly became anxious and severely short
of breath. Once again, the HE RT team was
called and he was rapidly sedated to unconsciousness and intubated. A chest X-ray
showed that two new pneumothoraces had
developed. New chest tubes were placed
and repositioned, but there was little improvement. Bronchoscopy was performed,
in which a flexible fiber-optic tube was
snaked down his throat and into the branching windpipes in his lungs to look for mucus
plugs that might be obstructing airflow. An
emergency CT sean showed bilateral pulmonary emboli — clots in the major blood
vessels of his lungs — and an ultrasound of
his veins showed the source to be thrombotic clots that had formed in major veins
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of his right arm and neck.
Daren was anesthetized with high doses
of pain and sédative médications, He was
given a curare-like drug to paralyze his
muscles so that the ventilator could optimally deliver oxygen-rich air to his swollen,
increasingly stiff lungs. The pulmonary and
critical care teams worked closely together.
They tried several maneuvers to improve
his oxygénation — nitrous oxide to decrease
spasm of the pulmonary arteries and rapid
cycle ventilation to move air without high
pressures that could cause more blebs to
burst. Nothing helped. An urgent meeting
was held with Daren’s family.
Notes from the social worker’s chart
entries reflect his parents* and sisteFs growing despair.
Just prior to the meeting, Daren’s father
was at his bedside, expressing frustra
tion over Daren*s long, difïicult medical
saga. Daren5s parents were both présent
at the meeting and they received infor
mation that they clearly were not prepared to hear. Dr. Gladstone explained
that Daren’s condition had worsened
markedly and that he and the pulmonary
team doubted he could survive.
Daren had not wanted to inform any229

one other than his parents of his diagno
sis and only recently had he finally
decided he needed to let his sister know
about his íllness. The extended family is
unaware he is hospitalized, much less
the gravity of his condition. When I
spoke with his dad on Thursday it was
apparent that the parents’ inability to
share this terrible situation with others
— leaving them isolated from support
— was becoming increasingly difficult
for them. Parents hâve wanted to respect
his wishes. They hâve been incredibly
supportive and available to both Daren
and his sister.
Antonia projected images of the new CT
sean. Around the audience eyes widened; I
heard a few soft gasps and witnessed several
physicians involuntarily eringe. Now
Daren’s lungs had contracted away from his
chest wall and Consolidated into airless
masses with the consistency of liver. The
only air in his chest was outside his lungs or
in abscessesj thin-walled pockets of infec
tion within his lungs. Arrows had been
placed on the computerized radiographs,
pointing to blood clots in the pulmonary
arteries.
She reviewed the immune reconstitution
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inflammatory syndrome, which was clearly
playing a role in his spiraling downturn.The
antirétroviral médications were held for two
days but, when there was no improvement,
restarted. The infectious disease team
reasoned that what was done was done and
there was no reason not to keep killing the
HIV viruses.
Antonia continued, “The next morning,
hospital day 57, the Palliative Care Service
was consulted.”
I was the palliative care physician attending on our inpatient service that day and
remember when the consult was called in.
Judith Gladstone, the critical care faculty
physician, asked us to meet with Daren’s
family to help them clarify goals of care and
to support them through this difficult situa
tion.
I could hear in her voice that this case affected her emotionally and she said so. “Our
whole team is saddened. We thought he was
going to pull through and do well. It is
disheartening.”
I said we would see him and his family as
soon as possible. I suggested asking the ICU
social worker to arrange a meeting with his
family for one thirty, two hours from our
conversation. Judith agreed. I was working
that day with John Mecchella, a senior
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internal medicine résident, We briefly examined Daren and reviewed the orders and
nursing notes to make sure that he was
receiving sufïicient médication for pain and
anxiety. This is particularly important when
a patient is paralyzed and, therefore, not
only unable to speak but even unable to
wince, stiffen, or furrow a brow to indícate
discomfort. The doses of both made us
confident that he was comfortable. No
changes were needed. We spoke with his
nurse, Anna, who agreed that he was very
likely insensate and said that her main current concern was his respiratory status. The
vent settings were as high as they could go
and his oxygen levels were marginal.
We then met his parents, Marilyn and
Daniel, his grandmother, his sister, Misty,
and Unele Ted, his mother’s brother. Ted
had just arrived from Panama where he is
stationed as a civilian contractor for the
U.S. military.
While the events replayed in my memory,
in real time, Antonia projected salient points
and a few quotes extracted from the Pallia
tive Care Service consultation, including
notes of the family meeting that Dr. Mecchella and I had entered in Daren’s medical
record.
Under the “reason for consultation” line
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in our consultation témplate we entered;
Family support in coping with their 25
year old son who is dying.
Under a “family meeting” header, we said
that a meeting was convened in the ICU
conférence room that involved Daren’s
parents, sister, grandmother, and uncle, and
included his nurse and the ICU social
worker. We wrote:
PatienPs family is trying to cope with
the severity of his illness and the fact
that he has been getting worse over the
past few days. The family is aware of his
very poor prognosis and the high likelihood that he will die from this. They
want to be hopeful that he may recover,
but are attempting to prepare for his
death. They will be calling in additional
friends and family who would like to
corne see Daren.
Under “CPR status,” we wrote:
Has been Full Code. We discussed limi
tations of components of CPR. Following discussion, family requested partial
DNR status. Wül allow vasopressors, but
not allow chest compressions or shocks.
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These were the key points. Reading the
excerpted notes on Antonia’s PowerPoint
slide, I was drawn back to that day in the
ICU meeting room.
After going aronnd the table with brief
introductions) I asked them to talk about
Daren as a person. They described a young
man who was generally happy and well
adjusted, He was warm and loving, yet in
style) reserved) and priva te. He enjoyed his
job and seemed poised to rise in his com
pany but5 unless asked., rarely spoke about
his work. During his freshman year in high
school Daren had told his parents that he
was gay. It was never a source of contention
or even apparent discomfort within his family.
He had a life away from his family, geographically and otherwise. He loved to travel
and did so with a circle of close male friends
whom his family knew by first ñames only.
The exception was his sister) Misty^ who
spoke up during the meeting to say that she
had met several of his friends during a fourday trip to Minneapolis in which she slept
on her brother’s couch. She commented
with a small smile, “By the way, my brother
also likes to party.” This made his parents
and Ted chuckle because it was in contrast
to Daren’s reserved demeanor.
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We discussed his course to date and their
understanding of his current condition.
They fully understood that the situation appeared grave. Dr. Gladstone and the critical
care team had broached the subject of placing a tracheostomy) since it appeared that
mechanical ventilation might be needed for
a longer term and it would be gentler for
his windpipe.The team also raised the ques
tion of placing a PEG tube during the same
trip to the operating room.
Emotionally) his parents described being
on a roller coaster that began in the Infectious Disease office and continued until
Daren was emergently reintubated four days
ago. It was an involuntary ride in which
their hopes rose with every bit of good news
and fell precipitously with every load of bad
news. Now the ride had suddenly ended,
the roller coaster collapsed, and tons of
débris lay atop them. The weight of their
grief made it hard for them to take a full
breath. They were in despair.
We asked about their thoughts regarding
the tracheostomy and PEG tube. They said
they felt unprepared to make those deci
sions and would need a few days to think
about it. I sensed they were annoyed that
we had ever asked. Their unspoken reasoning was that Daren might not survive to
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benefit from the procedures, so why put him
through them. Their hope was not completely gone, but drop by drop, with each
new test resuit and complication — the
infections, the IRIS, the pneumothoraces
and blood clots — it kept leaking away.They
were walking a fine tightrope, balancing any
chance that Daren could still survive against
a commitment to let him go if he could not
survive. They clung to a statement from Dr.
Hal Manning, a senior pulmonologist, who
had said that if Daren did ultimately re
cover, his lungs would be damaged, but he
did not think he would be a respiratory
cripple. However, now that, too, seemed ir
relevant because he was dying.
Marilyn and Daniel McCallum were reeling from the impending loss of their son,
The weight of their grief was made worse
by their ongoing commitment to keep tight
the circle of family and friends who knew of
Daren’s condition.
My most vivid memory from that meeting
was of Unele Ted. When he introduced
himself, Ted explained that he and Daren
had always been close. Although it had
taken Ted fifteen hours of travel to reach
our hospital in Lebanon, New Hampshire,
yesterday, he had spent the entire night in
Daren’s ICU room. He was a large, lean,

and tanned man in his late forties with
short, clipped lîght brown hair and a light
blue shirt. As we discussed Daren’s condi
tion and I asked if his family members felt
Daren was comfortable, Ted related what
he had seen and heard overnight.
He said he watched each laboratory blood
draw, every arterial blood gas, and witnessed
every time the nurses suctioned Daren’s en
dotrachéal tube. He said the gurgling of
Daren’s sécrétions being vacuumed up sent
chills through his spine. Ted was subdued
and spoke in a soft down-to-earth tone of
someone earnestly attentive and thoroughly
exhausted. Suddenly, however, his mono
tone was punctuated by an uncontrollable
sob. The first time, he erupted in midsentence, whîle reporting what he had seen
on the ICU monitor above the head of
Daren’s bed.
“His heart rate jumped about fifteen
points each time he was suctioned” — Ted
paused for a moment, recollecting his
thoughts, then, without warning, let out a
loud, keening wail, “oooHHH,” followed by
a staccato, involuntary in-breath: “huh-huhHUH,” and these followed by a low-pitched,
mournful “Ohhhh,” As soon as the wail
passed, he continued — . . and whenever
they turned him in bed,” determined to
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complete his report,
“Sorry, I just need a moment/3 he continued, apologizing for the interruption, but
not for showing his émotions. It happened
three more times as he spoke in an otherwise
calm voice. Each time he cried, his body
heaved in sea swells of grief, then, as the
wave passed, he regained composure.
Marilyn reached over and took her brother’s upper arm, shaking it softly. Smiling
through tears she said, “You were not supposed to lose it. We needed you here to be
strong for me!” Her teasing was gentle and
her support strong. He placed his hand over
hers and squeezed it but looked straight
ahead. It was taking ail his attention to
maintain equilibrium.
We spent a signiñcant portion of the meet
ing talking about ways that Daren’s family
members could take care of one another.
The major decisions were made and goals
of care clear. We would stay the course, but
not further escálate treatment. With Daren
basically asleep and on a ventilator, receiving antimicrobiais for his multiple infections
and blood thinners for the clots, his vital
signs were being continuously monitored.
The curare-like médication was discontinued, so his level of comfort was being carefully observed by the ICU nurses. It was
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time to turn attention to his family.
They had moved into “vigil mode,” staying in the hospitaFs cramped waiting rooms,
cafétéria, and public spaces when they were
not directly at Daren’s bedside. I went
through a list of the most basic things that
they each needed to do every day for their
own well-being: at least a few hours of sleep
each day, some good food, some exercise
and fresh air. We reviewed, particularly for
newcomersTed and Misty, where they could
take showers if they felt unable to leave for
the night.
I asked, “How are you doing within yourselves?” gesturing to my chest as I spoke.
Daren’s mother and father spoke of the
emotional weight that keeping his condition
conñdential was adding to their situation.
There were two other sets of aunts and
úneles, at least two other cousins and close
friends who would want to see Daren before
he died. We discussed Daren’s desire for
privacy. They believed that when Daren said
those things he assumed he was going to
get well. His parents and sister felt that if
Daren knew that he was now likely to die,
he would relax those restrictions.
I offered another perspective that supported the same conclusion. As much as
Daren’s survival and well-being were the
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focus for us ail, he was not the only one
with a personal stake in this tragic situation.
He could constrain ail of us on staff at the
hospital from telling others about his illness, but those restrictions did not apply to
his family.
Medical ethics addresses when and how
information can be shared by doctors and
other health care providers, as well as how
it can be communicated to others, such as
employers, insurance companies, relatives,
friends, and even law enforcement. But fam
ily rules are influenced by culture and history of relationships. When a patientas
mother or father or siblings hâve informa
tion about a patient, they are not bound by
the same rules. What is right will differ from
one family to another and one situation to
another. In listening to the history of
Daren’s relationships with his aunts and
úneles and a few cousins and college friends,
I felt confident it was reasonable for them
to share the news of his critical condition
and impending death with a wider, but still
small, circle of close friends and family. I
used my doctorly role to give them permis
sion to do so.
Daren's condition changed little over the
next several days. His parents did cali a
select group of relatives and friends, and
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the ranks of Daren’s family vigil rose in the
days that followed. I rotated off our hospital
consultation service but continued to receive
updates at our morning team meetings. Our
team and volunteers visited daily. They
brought a small “boom box” and CDs with
music that Daren enjoyed. Karen Grochol$ki, our chaplain, brought a shawl that had
been knitted by another group of volunteers
and also visited daily, checking in on Daren
and his parents to lend an ear and help in
any way possible.
At forty-five minutes into her M&M,
Antonia projected summary slides with data
from day 1 through day 72 with bar graphs
detailing the status of each of his conditions
over tíme, his blood counts, including titers
of viral load and number of CD4 cells, His
HIV infection was responding to treatment.
It looked like HIV wouldnh kill him — at
least not directly — but his prognosis
remained bleak. The cause of death would
likely be a combination of the inflammatory
syndrome or any one of his multiple viral
and bacterial infections. A tracheostomy was
performed and a PEG tube was placed. For
days his ventilator settings remained maximally high, with pressures that threatened
to rupture new blebs in his lungs.
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A social worker’s note in the chart captured the mood.

They just don’t want to come in here
and face this.

Met with patientas parents, Daniel and
Marilyn, at his bedside. They were each
holding one of his hands, mother talking
to Daren in a soothing voice, assuring
him that he is safe in their care and that
anything that looked frightening was a
side effect of his médications. She feels
he is having hallucinations that are
frightening him. Patient did look into
his mother’s eyes when she spoke and
vvould then frequently close his eyes for
a few moments. Several times during my
visit, his eyes fixed on the ceiling, and
his hands trembled. His mother’s words
brought his focus back to her and his
hands relaxed.

In the mind of the M&M audience, the only
remaining question concerned how Daren
died.
“And then,” Antonia announced, “the
clinical course took a surprising turn. Before
concluding this case, I would like to intro
duce three guests at today’s conférence.”
She pointed to the upper left corner of
the lecture hall and said, “Please join me in
welcoming Daren McCallum, and his par
ents, Marilyn and Daniel.”
A thin, healthy-appearing young adult
man dressed in black slacks and a pressed
white shirt rose from his chair and smiled
tentatively. To his right his parents beamed.
People audibly gasped. The hall erupted in
applause and people rose to their feet.
I hâve been to hundreds of M&M confér
ences and never saw anything remotely approaching this. I don’t think there was a dry
eye in the place.
When the stirring diminished, Antonia
spoke again. The rest of the story, she
explained, was exciting, yet easily told. On
hospital day 96 his ventilator settings began
to improve, slowly at first, and more quickly
over the next two days. Concurrently, his
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The social worker’s note continued.
I asked his parents how they are getting
through this, to which his father stated
that he believes they are “simply numb
at this point.” He and Marilyn cannot
identify a source of strength or comfort
for themselves today. They both note
that they are very tired. They hâve a lot
of trouble getting up in the morning.
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blood counts improved and his chest X-rays
showed signs of clearing. The IRIS had
finally subsided; with the HAART drugs
killing the HIV, his immune System began
to recover and the other antiviral and
antibiotic médications started to wipe out
the other foreign invaders. The ICU team
was able to lighten his sédation. As he
became alert, Daren was able to follow
instructions and even try short periods of
time disconnected from the ventilator.
Within another two days, he was able to
tolérate having the ventilator disconnected
for four and then eight hours at a time.
Within a week he was extubated, the chest
tubes were out, he was eating, and he was
working with a physical therapist three
hours a day without the need for extra
oxygen. On hospital day 124 he was discharged to a réhabilitation facility, where he
stayed for just a week before going home to
his parents' house.
Between the day of his discharge and the
M&M conférence he had gained back eighteen of the twenty-two pounds he had lost.
He was still taking HAART and bloodthinning médications but no longer taking
antibiotics. His CD4 count was normal and
his viral HIV load undetectable. He was as
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close to fully cured as a person with HIV
can be.
Daren’s survival is truly miraculous. It is
thrilling for ail of us who were involved in
his care. Even a few years ago, Daren would
surely hâve died from the collapse of his
immune System and one or more of the op
p ortu n iste infections that resulted, his
respiratory failure, or the blood clots in his
lungs. Considering the virology and genomics of the HIV virus, the pharmacology of
antirétroviral treatments, and the comput
ing and imaging marvels of CT and MRI
scanning, the amount of sheer science and
technology involved in saving Daren rivais
that required to send a man to the moon
and back.
We rightly celébrate medical miracles of
this magnitude. While recognizing our good
fortune to live in the times we do, we would
be wise to aeknowledge the unprecedented
challenges to clinical decision-making that
these lifesaving advances represent.
Daren defied the odds. After he was reintubated and on maximal ventilator settings, the majority of the doctors and nurses
caring for him thought he would die. Time
was working against him. When one counts
up factors that predict recovery for ICU
patients, number of days in the ICU tur ns
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out to be a potent predictor of prognosis. In
general, the longer a seriously injured or ill
person requires a ventilator to breathe, the
less well they do in the long run. At one
academie center, a one-year follow-up of ail
ICU patients who survived more than
twenty-one days of mechanical ventilation
found that 44 percent of patients had died,
21 percent were fully dépendent on others
including paid caregivers, 26 percent were
moderately dépendent, and only 9 percent
were fully independent in their daily functioning. Better outcomes tend to occur
early. Daren was clearly an exception.
Daren’s story illuminâtes an essential ten
sion that clinicians, patients, and families
are encountering as they strive to make
sound medical decisions in life-threatening
situations- It is the tension between making
full use of lifesaving medical science and
technology, while making sure people are
comfortable and allowed to die gently when
their time comes.
Stated most generally the question is: How
can we derive full benefits from the unprecedented power that medical science and
technology offer, while remembering that
we hâve not made even one person immortal? In each case, the “how” will be
highly spécifie to the person’s individual
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values and preferenees, as well as the particulars of their medical condition and available treatments. But the need to balance
disease treatments with a récognition that
each life will someday end is universal. If
we are mortal, at some point in the course
of illness, more treatment will not equal bet
ter care. But when?
There is no formula to apply and no facile
way to make sound decisions- Wrestling
with a decision is what makes it strong.
Reliable data about prognosis can inform
physicians and help in guiding seriously ill
patients and their families through difficult
decisions. I frequently refer to data when
counseling people who are working through
difficult and often complex decisions about
treatments- However, even when presented
in plain speak and in context, the extern to
which historical population data can properly inform a spécifie patient’s situation is
always open to question- Caution is warranted in applying data from events that
hâve happened to a unique, still-unfolding
story.
For instance, if Daren were categorized as
a ventilator-dependent patient with a nontrauma medical condition, evidence from
population studies could easily be interpreted as predicting he would not survive.
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A decision to withdraw the ventilator based
on that data would not hâve been wrong in
any ethical or moral sense. Yet knowing what
we know now, it would hâve been dead
wrong because, if acted upon, Daren would
hâve died.
It had taken 139 days in the hospital, just
over half of them in the ICU, during which
Daren had more than five hundred laboratory tests, fifty-seven blood cultures, 132
chest X-rays, one MRI, six CT scans, five
echocardiograms, two bronchoscopies, and
a chest operation to sew up blebs in his
lungs. Seventeen clinical teams were involved in his care. The total charges for his
hospital treatments came to $1,061,629.41.
If Daren had died, his story would surely
hâve made heads shake at the extreme waste
of limited resources for what were ultimately
futile treatments. Retrospectively, Daren’s
care would hâve been proven futile by his
death. But while he was alive, he still had a
fleeting chance. And in this case, that fleeting chance came to pass.
On the spectrum of treatments for latestage illness, it is sobering and humbling to
recognize that Daren’s care might well hâve
looked ridiculous if he had died, but happily, as events unfolded, it now seems utterly sublime.
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W hat A re D octors F or?
July 1 of the third year of medical school is
the day the rubber hits the road, or rather,
the day medical students hit the wards. On
that day, they begin required rotations in
internai medicine, surgery, pediatrics,
obstetrics, and emergency medicine. After
two years of studying anatomy, physiology,
pharmacology, genetics, pathology, and
other basic sciences, they don short white
coats and start seeing patients. In so doing,
students enter a new phase of training, an
apprenticeship with roots deep in the antiquity of the profession.
Modem medicine is steeped in science,
but still taught in the tradition of a craft
within a guild community. In academie
medical centers, third-year students occupy
the first rung of the hierarchy of junior apprentice, journeyman, and master. Medical
students are part observers, part scribes,
and part “scut puppies ” They run the er251

rands, fill out the lab requests, and do
routine chores that, well, someone has to
do. They are usually happy to hâve scut
work — medicalese for “some common
unfinished tasks” — to do to feel useful. In
return, students get to spend in-depth time
with patients, taking histories, sometimes
drawing blood for lab tests or assisting in
bedside procedures, sometimes just visiting
and supporting a patient. In addition, they
get to be part of serious discussions among
members of the team — their interns,
residents, and attending physicians — about
how best to care for seriously ill patients.
Medical students eagerly await their third
year because, as anyone who has been
through it knows, that is when you start to
become a real doctor. You hâve been in
school since age five and imagining being a
doctor at least since college, and perhaps a
lot longer. For two years of medical school,
students hâve been relegated to classrooms
and labs, or to being strictly observers of
clinical care. Now, the pace of training
quickens and in their third year medical
students tend to grow up fast. The third year
is at once exciting and scary; suddenly the
things you hâve been reading about and
watching, you are actually doing with — or
to — real people. But students also feel the
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privilège — an earned privilège — of being
présent and involved in real medical care.
Medical students tend to look up to
interns like they would big brothers and
sisters. For interns — who were, themselves,
medical students until July 1 — taking on a
teaching role can take some getting used to.
Having graduated medical school, interns
are doctors, but they are still a long way
from being ready to practice independently.
Interns are on a steep learning curve. While
taking responsibility for patients5 care, they
closely rely upon — and if they are wise,
adhéré to — guidance from the residents
and fellows who are at a stage in training to
safely know what they are doing. Atop the
professional ladder at academie medical
centers are the faculty physicians: assistant,
associate, and full professors. They occupy
the position of masters of the guild and
provide firm direction, oversight, and teach
ing.
By and large, it is a benevolent community
and hierarchy.
Well-functioning teams are collegial, each
person pulling his or her own weight and
supporting one another in getting work
done, dealing with urgencies and mishaps,
and picking up slack when necessary. During my own third- and fourth-year clinical
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rotations, I was often bone tired, but I never
felt oppressecL As a medical student and
later as an intern, my respect for senior
residents and attending physicians bordered
on awe. They seemed to know everything
and I was grateful they invested time in
teaching me and very glad to hâve them
look over my shoulder. If ail this sounds
romande, it is merely a reflection of how
passionately I wanted to learn to be a doc
tor. My clinical training was exhilarating —
and I loved it — but it was also exhausting
and sobering, I think of it as postdoctoral
training in devastating medical and social
problems and human suffering. Through it
ail, my older colleagues and faculty physi
cians taught and modeled good practice for
me and enabled me to become a real doc
tor.
Medical students5 passion for learning as
much as they possibly can persists to the
présent day. And through ail the unprecedented challenges to medical practice,
generosity toward junior members of our
profession pervades medical training.
Today, I am an attending physician in my
fourth decade of clinical practice, ultimately
responsible for the quality of care delivered
by the team I supervise. Concomitantly, in
my role as a faculty physician at a teaching
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hospital, I am responsible for furthering the
éducation and professional development of
each clinician-in-training on the team, and I
strive to perpetúate this age-old spirit of
generous collegiality.
Something else changes abruptly in the
third year of medical school. Students who
hâve worked, studied — and played —
intensively together for two years, are suddenly flung apart, Classmates and good
friends one has seen nearly every day for
two years are now dispersed across myriad
rotations, clinical teams, and several hospitals. It can be jarring.
Each November, Dartm outh Medical
School brings third-year students back
together for two weeks for a seminar class
called ICE, which stands for Integrated
Clinical Expérience. The ICE course delves
into crosscutting clinical and ethical topics
that the preceding third-year class nominated for inclusion.
For several years running, palliative and
end-of-life care hâve been among the topics
chosen by students, Each November mem
bers of our team — one or more physicians,
usually with a nurse practitioner, chaplain,
or social worker — hâve been accorded four
hours to discuss how we approach caring
for people whom we cannot cure.
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Four hours may not seem like much for
so important a topic. IFs not, but cur
riculum time is a precious commodity and
those few hours are roughly a fifth of the
total hours of course work that medical
students hâve on these topics. So our team
is determined to use the time well.
My two-hour session this day would chal
lenge the students to explore how we can
best serve seriously ill people and their
families — and invite them to continue
thinking deeply about these issues as they
continue their training and enter their
practices. The following day a physician colleague and social worker from our team
would engage the students in practicing
skills of communicating bad news and
discussing with patients what treatments
they would want, or not want, in lifethreatening situations.
ICE is usually held in the medical schooPs
Chilcott Auditorium, which fits the seventyfive or eighty students who are able to at
tend. (Inevitably a few are away on off-cycle
clinical rotations.) Chilcott is a comfortable
setting for lectures, acoustics and audio
visual equipment are fine, but it is less than
ideal for group discussions. The auditorium
is a terraced arc of seats facing down and
center, where instructors stand at a podium

or pace before a whiteboard, looking up at
students who, these days, tend to stare at
their laptops rather than at the person
teaching. It can be hard to spark a genuine
conversation.
This November’s ICE class was scheduled
for one p.m. and it was nearly eight minutes
past the hour before people took seats and
began to seule. Knowing that our session
would start after lunch, I planned to keep
the lights on and the PowerPoint projector
off, in hopes of keeping the students engaged.
I introduced myself briefly; most students
knew me from a couple of lectures I gave
during their first- and second-year courses,
Additionally, at least a quarter of the class
had already interacted with me or our team
during clinical rotations at DHMC.
‘T want to start by thanking you for
including this topic in the ICE course again
this year. Technically, my thanks belong to
the senior class who chose this topic on your
behalf. I am grateful and hope to earn your
vote for these subjects to be included again
next year.
“Secondly, I want to apologize to you. To
this point in your training, we hâve not been
preparing you as well as we should to care
for seriously ill and dying patients, nor for
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the families who love, care, and worry about
these patients day in and day out. I believe
we hâve been setting you up to fail. It is not
right and I am sorry.”
Even the students who had not quite
settled in, and those who had been quickly
checking their e-mails, stopped and looked
up.
“I speak solely for myself as one member
of the faculty — and my faculty colleagues
may take exception to my belief. So, the
apology is my own. We hâve been gradually
improving our curriculum at Dartmouth
Medical School, but change has been incré
mental and slow in coming. To be fair, our
school is hardly alone in underemphasizing
topics and skills related to life-limiting
conditions. I often ask the residents I work
with — who as you know come to DHMC
from a wide variety of medical schools
across the country, and other countries —
about their éducation in palliative aspects of
care. Most feel they hâve not been adequately taught basic skills: How to give the
bad news to a patient that her cancer has
progressed, or tell a family a loved one has
died. How to introduce hospice care to a
patient and family. How to explain CPR in
a way people can readily understand. In
terns and residents may recall having one
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lecture on pain management and another
on the ethics of stopping life-prolonging
treatments. They don’t feel competent to
treat a patient’s cancer-caused pain, nor are
they confident in guiding decisions that allow for a patient to die naturally, or even
how to encourage people to complete advance directives. Only a few say that they
had good training and mentoring in these
skills. (It is a mark of national progress that
at least a few do.)
“Just for interest, let5s take a quick straw
poil of your collective plans for practice.
How many people here plan to provide
prenatal care and deliver babies in their
practice?”
Three students raised their hands.
“How many plan to care for newborns?”
Four more hands went up.
“Thanks. And how many of you plan to
specialize in one of the following: family
medicine, internai medicine, cardiology,
nephrology, neurology, oncology, pulmonology, anesthesiology, infectious disease, interventional radiology, radiation oncology,
critical care, general surgery, or oncologie,
thoracic, cardiovascular, or neurosurgery?”
Ail but eight hands went up.
“To those who just raised their hands, in
each of your specialties a significant portion
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of the patients you will treat wül be elderly.
Many will hâve life-threatening conditions.
Without a doubt, it will be common in your
practices to examine, treat, and counsel
people who go on to die. Whether you
intend to or not, you will be providing endof-life care.”
No one was looking at laptops.
“Think about the hours of course work
you hâve had on embryology, reproductive
medicine, prenatal care, labor and delivery,
and neonatal care — and about the four- to
six-week rotations in obstetrics and pediatrics that are required in this third year, Now
consider how many hours of required classes
and clinical rotation are devoted to topics
related to dying, caregiving, and grief?
“In this regard, as in most medical
schools, our curriculum seems well suited
to the 1940s and ’50s when most doctors
delivered babies and routinely took care of
infants.
“Times hâve changed and health care has
become highly specialized. These days every
doctor who plans to care for prégnant
women or deliver babies has to complete a
residency in either obstetrics or family medi
cine.
“And last time I checked, only 50 percent
of the population is at risk of having an

obstetrical expérience in their lifetimes,
while epidemiological studies continue to
find that 100 percent of Americans eventually die.”
That generated a laugh.
“Most medical schools do not require
hospice or palliative care rotations, many do
not even offer them as électives. Medical
schools generally provide a lecture or two
on pain management and discuss the ethics
of end-of-life decisions and palliative and
end-of-life topics within other courses. The
total course content of these topics probably amounts to fifteen to twenty-five hours
over the four years of medical school cur
riculum.”
I glanced at my watch, smiled drily, and
said, “So, in the three hours and forty-seven
minutes remaining to us, I am going to try
to make up for these deficiencies.”
Ail kidding aside, I had ambitious goals
for my brief time with these students.
“First and foremost, I hope to give you a
sense that caring well for people who are
dying is not merely a responsibility — and
it is — but also offers deeply meaningful
therapeutic opportunities. I hope to provide
you with a framework for being the best
doctors you can be for patients who are seriously ill and for their families. My goal is to
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equip you to evalúate ail you will see and
hear in the years ahead about care for
people through the end of life; to critically
evalúate the science and clinical guidelines
you will read in journals and learn in
présentations* as well as the interactions and
practice patterns of your teachers and colleagues that you will witness.
“If you understand what really excellent
care through the end of life looks and feels
like — to your patients and as their physician — you will be able to distinguish not
just good care from bad care but what is
truly first-rate from what is merely medio
cre. With this discernment, you can continue
learning from it ail.”
I paused. “That should suffice for the
afternoon, eh?
“Okay, let’s begin. Now that you hâve had
a few months o f concentrated clinical
expérience under your belts* Fd like to pose
a simple question for discussion: What are
doctors for?”
I picked up a marker and walked to the
whiteboard in the front of the room while
looking around the auditorium. No one said
anything for the first ten or fifteen seconds.
“I can start* if you’d like.” That was
enough to break the ice.
“Saving lives,” a small young woman in

the back of the lecture hall said in a strong
voice.
“Goodj” I replied. “Pretty much the prime
directive* isn’t it? We are here to save lives.
No doubt about ît. Would it be fair to say,
as an extension of this principie* that doc
tors are for diagnosing and treating the
things that ail us?”
I paused and panned the room. No one
objected and several nodded in agreement.
“For most people, most of the time, our
job description is to save life — cure disease,
fix serious injuries, mend broken organs and
limbs — and restore people to physical
health.
“How about when we are unable to cure
people? When a patient has a life-limiting
illness or injury, what are doctors for* then?”
“We can treat pain,” one student spoke
out.
“Absolutely.” I wrote T R E A T I N G P A I N on
the whiteboard and said, “If you’ll allow
me, I would expand this bullet to say, T R E A T 
I N G P A I N & A L L E V I A T I N G S U F F E R I N G . We
still can’t cure many diseases, including
many cancers, but we can always diminish
pain and alleviate suffering.
“We may not be able to completely relieve
a personas suffering — not ail physical
discomfort and certainly not ail emotional
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and existential distress can be resolved —
but we can always make a person’s distress
at least a little less severe, a little easier for a
patient to tolérate.”
I planned to spend about a half hour
defining categories and writing bullet points
on the whiteboard as the students explored
various ways doctors can help people living
with incurable conditions and facing the
end of life. I was about to move on when a
woman in the second row with short, red
hair and an expression that telegraphed
consternation raised her hand.
As I acknowledged her, she said, “Dr. Byock, I hear vvhat you are saying, but I don5t
think pain is ail that well treated. Fve had
two rotations — surgery and neurology —
in which I hâve seen patients whose pain
wasn’t controlled at ail. One woman had
metastatic lung cancer and had emergency
neurosurgery to drain an intracérébral
hemorrhage. Our team saw her at least twice
every day. She had terrible back and hip
pain from her cancer — and had been taking high doses of pain medicine before her
bleed — but they would only give her Tylenol. She asked for more pain médication
every time I saw her. One time she squeezed
my hand and said, 'Why won’t you help
me?5 It was awful. I told our résident and

he spoke with the attending on rounds. But
we were told, 'We hâve to follow her mental
status.5 ”
I sighed, reminding myself that examples
of what not to do can be as valuable in
teaching as examples to emulate,
“Obviously, I do not know the details of
this case beyond what you hâve just described. I don5t want to second-guess or
unfairly criticize my fellow faculty physicians. However, I can say that it is not
necessary to withhold pain médications in
order to accurately follow people’s mental
status. If that is what that attending physician believes, I strongly disagree. Particularly in older patients, uncontrolled pain
can cause mental confusion and even florid
delirium. In one study of patients undergoing hip surgery, elders without dementia
who were in severe pain after surgery had
nine times the risk of becoming delirious,
compared to patients whose pain was properly treated with morphine. The take-home
lesson is that when pain is carefully treated
and closely monitored, people’s minds usually remain clear,
“There is a famous aphorism in medicine:
cTo cure sometímes, to relieve often, to
comfort always.5 'To comfort always5 does
not apply only to patients with advanced
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disease, When I was in medical school, we
were taught that it was unfortunate, but
necessary, for patients being evaluated for
possible appendicitis or gallbladder attack
to go without pain treatment in order for
physicians to accurately monitor sequential
abdominal examinations. Since then, surgery and emergency medicine studies hâve
proven that that is not true. Patients with a
hotly inflamed gallbladder or appendix still
tightened their abdominal muscles to guard
from a physician’s examining hand, and
patients with peritonitis still hâve Vebound
tenderness’ when a doctor palpâtes and
releases pressure on their abdomens. By be
ing more comfortable, patients are better
able to cooperate with doctors, who are, in
turn, better able to perform adéquate physical examinations. Simply put, allowing
someone to be in severe pain is not good
medicine.”
I continued, wanting to provide tangible
support to the student who asked the ques
tion and to any others who hâve had — or
will hâve — similar expériences.
“In contemporary medical practice if the
steps at managing pain or other sources of
suffering are not successful, there are always
additional things we can try. During your
rotations at DHMC, if pain is particularly

dífíicult to control., you can always cali the
Acute Pain Service for help. Or if the patient
has an advanced illness and either pain or a
constellation of symptoms that is complex,
our Palliative Care Service team is available
to answer questions or see a patient in
consultation at any time.”
I paused before making the next point.
“I understand that the attending physician in charge has to allow you or our team
to formally request a consultation from the
Pain Service or Palliative Care, but the large
majority of them will. If not, enlist the help
of the patient’s nurses. You hâve probably
already picked up on a timeless truth that
medical students and interns know: when a
direct approach fails, nurses can almost
always get the consultation.”
A few students chuckled and more than a
few heads nodded in agreement.
Turning back to the student who asked
the question, I said, “I appreciate the
example; I wish I could say it was rare.
Throughout the rest of your training you
will learn from your teachers’ positive
examples, and their occasional shortcomings. As I said, my purpose today is to
sharpen your discernaient. It is an impor
tant part of lifelong learning.”
I scanned the room. People seemed ready
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to proceed.
“Okay, let’s move on. What else are doctors for?”
A lanky male student on my right, seated
near the back of the room, raised his hand
and spoke. “Doctors give people informa
tion about their health and about treatments
for their medical problems.”
“Right. We give information, A key reason
that we give information is to teach people
about their health. As you probably know,
the Latin root of the word ‘doctor’ is docere,
meaning ‘to teach.’
“We give people information about their
medical condition and treatment options.
We provide and make sense of technical
information in the process of helping people
make critical decisions. The term and
concept in vogue these days is shared
decision-making — the process by which
doctors and patients work together in Corn
ing to sound decisions. We also can give
patients and their families information
about their prognoses, their chances for
recovery, and what their capacities and
needs will likely be in the future.
“Our role as a key source of reliable
information and teaching continues through
the end of life. As people’s conditions
change, they continually need pertinent

information about their condition and treat
ments, and help with learning how to take
good care of themselves.”
The conversation continued for a while.
Students asked questions about différences
in communicating with patients with various diagnoses — cancer, heart failure, liver
failure, and ALS (amyotrophie lateral
sclerosis). We talked about the ways that
quality of life, risks, and potential benefits
of treatments ail weigh into making sound
decisions.
I felt we were making good use of our
time, but if I was going to help these young
doctors-to-be become ail they could be, I
needed to sail into deeper water.
“Is ending people’s lives one of the things
that doctors are for?”
I paused again and looked around the
room. A couple of people’s heads nodded,
two or three shook a “no,” and a few cocked
one ear in my direction, as if listening for
an echo of the question. No student spoke.
“l ’m not going to ask for a show of hands.
I assume there are people in t h e room on
both sides of the assisted suicide debate.
Some of you will practice in S t a t e s in which
physician-assisted suicide is legal, or will
become legal.
“Today’s discussion is not intended to be
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political, though we can’t ignore the fact
that this political and social controversy can
impact our clinical practice. In full disciosure, I hâve written and spoken against bilis
and referendums to make physician-assisted
suicide legal. And I remain firmly opposed.
However, several years ago I came to the
conclusion that both sides — pro and con
— are wrong and dropped out of the fight.
My purpose today is to stay focused on
clinical principies that can help you become
the best physicians you can be and help you
give people who are seriously ill the best
care possible.”
The room was still. But the students were
clearly engaged. So far, so good, I’d budgeted about twenty-five minutes for this
discussion. I am keenly aware that the issue
of assisted suicide is not just a hot political
topic but a source of confusion and doubt
in many physicians5 minds. Many lay people
and more than a few doctors confíate inten
sive management of suffering or stopping
life-sustaining treatments with euthanasia,
It was worth investing the time to draw clear
distinctions.
“It’s worth considering another question.
Is il necessary to end some dying people’s
lives in order to relieve their suffering?”
They recognized my question to be rhe270

torical: I was the only grayhaired, practicing
physician in the room.
“I can say this: I hâve never willfully allowed a patient to die suffering. And in over
thirty years of practice in hospice and pal
liative care, I hâve never found it necessary
to euthanize a patient ”
I spoke in an unhurried manner so that
the students could consider, absorb, or
reject my assertions.
“To be sure, there hâve been plenty of
patients whom I made sleepy with médica
tions and some I rendered fully unconscious
to ensure they were not suffering as they
died. Some people ask, "Well, what’s the dif
férence between that and euthanasia?’ Most
concretely, the différence is that I hâve never
injected potassium chloride to stop someone’s heart or given curare to stop a per
soné breathing and cause a person’s death.”
I explained the critical clinical and moral
distinction between killing a patient and letting the person die. Except in the midst of
acute rescue efforts for casualties at the
scene of an accident, or performing CPR
on a previously vital victim of a sudden
cardiac arrest, there comes a time in every
life when it is acceptable to let a person die.
“Most people’s pain, air hunger, or anxious distress can be alleviated with medica271

tions that are, or will become, familiar to
you: opioids, benzodiazepines, and the phenothiazine family of drugs. With good care,
most people are relatively comfortable and
interactive until the last days and sometimes
hours of life. It would be great if it were
possible to make every patient comfortable
and alert. Research into novel pain treatments and médications may one day make
this a reality. For now3 sometimes being
drowsy is the cost of being comfortable.
“Many of the patients and families we care
for may not clearly distinguish (etting die
from ending Ufe. On occasion a relative of
an ICU patient who is unresponsive and
having his or her life maintained has quietly
confided to me, ‘We put dogs out of their
misery’ or ‘This is why I believe in Dr.
Kevorkian.’ I recognize the grief in such
comments, yet am struck by a certain irony.
It is true that we sometimes euthanize sick
dogs and cats, but primarily we do not put
them on ventilators or kidney dialysis
machines and infuse vasopressor médica
tions into them in ICUs. Instead, we allow
them to die naturally.
“The people Jack Kevorldan euthanized
were not being kept alive moment-tomoment by medical machines. If they had
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been, their doctors could have turned them
off.
“The point I want to make is this: Alleviating suffering and elimínating the sufferer are
very different acts.”
Doctors need to understand these distinc
tions. There are no clinical or ethical restric
tions to alleviating pain when someone is
dying. The established ethical principie of
double effect allows for an unintended harm
— including a person’s death — to occur
while striving toward a good. High-risk
surgery may be performed in the hope of
saving a personas life, or high-dose pain and
sédative médications administered to relieve
a person’s suffering. In neither situation
does a patíent’s death constitute killíng; acting with the intention of shortening a
person’s life does.
So much o f medicine carries caveats,
exceptions, and ambiguities. Particularly in
the realm we were discussing, I wanted to
give the students simple, unambiguous
guidelines whenever possible.
“ I r e a lly m e a n t w h a t I sa id e a rlie r a b o u t
a lle v ia tin g su ffe rin g .” I p u m p e d m y th u m b
in th e d ir e c tio n o f th e t r e a t i n g p a in &
ALLEVIATING SUFFERING b u lle t o n th e
w h ite b o a rd .

“We will encounter people whose líves we
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cannot save — diseases we cannot cure and
injuries too grave to repair — but we can
afways make dying people more comfortable. As the priorities of a patient’s care
shifts from quantity of life to quality of life,
comfort becomes paramount. When someone is dying, any concerns about long-term
side effects of médications or addiction to
narcotic pain relie vers are unwarranted.”
Okay. Now that I had led the class into
deep water, it was time to throw them a line.
“If ail of this seems overwhelmingly complex or daunting right now, please don’t
worry, As long as you hâve the interest, you
will find caring for people through the end
of life to be a natural extension of the
knowledge and dinical skills you are already
developing. Excellent care for people who
are dying needs to be meticulous, methodical, proactive, and ongoing with regard to
managing symptoms, conversations, and
planning, but it is usually fairly straightforward.
“When specialists are needed, these days
there are palliative care consultants to cali
in. As you go through your training, remember this: there is no ethical, physiologie, or
pharmacologie reason today for any person
to die in agony. On the contrary, allowing
someone to die suffering is medically and

ethically wrong.”
A student on the left side of the room
raised his hand, hesitated, and then started
to speak. “I hâve read and thought a lot
about these issues. I agréé with most of what
you hâve said, but I guess I feel that dying
people hâve a right to do what they want
with their own bodies.”
“This is partially true,” I said. “I appreciate your comment. A number of ethics com
missions, including the Presidential Com
mission for the Study of Bioethical Issues,
and seminal court decisions, hâve said that
people hâve a right to refuse any medical
treatments that are offered and must be
given a chance to decide among legitímate
and available treatments for their condi
tions. If they are of sound mind — meaning
hâve ‘decision-making capacity’ — people
can refuse antibiotics for pneumonía or
urinary sepsis, so-called Teeding tubes,’ or
even insulin if they are diabetic, knowing
full well that they will die without treatment.
“But the commissions, blue-ribbon panels,
and the courts hâve also said that people do
not hâve a right to receive any treatments
they desire. The responsibility for determining what treatment options are indicated
and presenting those options to patients
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rests firmly with physicians. A patient might
dearly want a heart transplant or a stem cell
transplant for leukemia, but be inéligible
because of coexisting conditions, A patient
with widely metastatic melanoma may want
neurosurgery for a cerebral lésion, but if the
Consulting neurosurgeon deems that the
procedure is not in the patientas best interest, she can refuse to perform the opera
tion. Similarly, physicians need not perform
CPR on a patient if the procedure would be
lite rally futile.
“Consistent with this principie, most
courts, législatures, and ethics commissions
hâve concluded that people do not hâve the
authority to demand and receive from doctors legal médications intended to end their
lives. Rut it feels incomplete to respond to
your question solely from the perspective of
rights. I want to refocus on the question I
first posed: What are doctors for?
“Even if society deems it legal — for
purposes of criminal liability and life Insur
ance — for dying people to commit suicide,
the medical profession believes — as do I
— that intentionally ending a person’s life
is beyond the scope of medicine”
I explained that although I remain ñrmly
opposed to society legalizing assistance with
suicide, I believe it would be less erosive to

physicians’ roles and patients’ trust if
proponents kept doctors out of the process.
After ail, our expertise is needed only to
certify that a person who desires the means
for ending his or her life actually has a
terminal condition. The doses of drugs used
to hasten death do not vary by age or
weight. Instead of a doctor’s prescription,
responsibility for issuing permission to a
certified patient to purchase a packet of
léthal médications could be assigned to
another civic authority, such as the county
attorney or justice of the peace. Ed still vote
against a referendum on such a policy, but
compared to physician-assisted suicide, this
approach would mitigate damage to the
social architecture. It would leave doctors
free to focus on alleviating suffering and
improving quality of patients5 lives.
“I worry about the social and cultural
conséquences of doctors ending lives,” I
concluded.
“I understand,” he said. “I am going to
hâve to think about this more.”
“Very well. Of course, you hâve the right
and, for what it’s worth, my permission
— to disagree. Thanks again for the com
ment,” I replied.
“We still hâve a few minutes before we
take a break. We are already deep into the
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topic of physician-assisted suicide. I hadn’t
planned to, but if you are willing, let me
take this topic a couple of steps further in
the short time remaining.”
Scanning the auditorium, there was no
objection and more than a few nods of
agreement.
“First and foremost: from a clinical per
spective, any serious request from a patient
for help in ending his or her life must be
seen as a red flag that signais either that a
patient is suffering or fears uncontrollable
future suffering. 'Doctor, will you help me
die?’ should be considered an impending
medical emergency until proven otherwise,
much like a patient who says, 'Doctor, I
hâve a squeezing pain, right here,’ ” I said,
holding my clenched right fist over my
heart. “Until you are a senior résident, such
statements will always require évaluation by
someone more experienced. Not ail such
requests turn out to be emergencies. 'Doc
tor, will you help me die?’ may be the way a
person asks for assurance that she will not
be in severe pain as she dies — perhaps like
her mother or father in the last hours of
life. At very least, such questions are op
p ortu n ités to listen and respond to a
person’s worst fears.”
I explained that in their next year’s semi-

nar course we would discuss ways of responding to such requests that can reassure
patients, build trust, and be therapeutically
effective. And I encouraged them to consider taking an elective rotation with our
Palliative Care Service during their fourth
year.
“A moment ago, I said there was a distinc
tion between suicide and assisted suicide.
In my expérience, seriously ill people who
are hurting and scared usually already hâve
the means to end their lives. People with
cancer or heart, liver, lung, or kidney
disease usually hâve cabinets or drawers full
of prescription médications for pain, sleep,
or anxiety that, when taken in combination
with alcohol, will provide a swift and painiess exit. Websites provide information on
ways to do the job with tools as available as
a car in a garage.
“People who feel helpless and hopeless
frequently hâve the means, but may be asking for their doctor’s prescription to find
out whether their doctor agrées they are
helpless and without hope. From a therapeutic perspective, doctors must steadfastly
stand for helping and hoping for a better
quality of life.”
I wanted to peel the onion of this topic
another layer and invite them to consider
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the psychology of a physician’s decision to
assist or not to assist a terminally ill patient
in ending his or her life.
“When a doctor cannot think of anything
else to do for someone who is suffering, assisted suicide or even euthanasia may look
like the right thing to do.
“You probably already hâve had a taste of
how a doctoras emotional State might influ
ence this. If the doctor has had a long, hard
stretch of being on cali or a series of difficult cases, it is easy to understand how his
or her own distress might contribute to a
sense of feeling overwhelmed and constrain
effective counseling or identification of vi
able therapeutic options.
“In fact, the decision to assist in preemptîng death may respond to the doctor’s suffering as much as to the patient’s fears or
su fferin g. P roponents o f legalizing
physician-assisted suicide object when I say
this, but I mean it with ail humility.
“Dr. Robert Twycross, a venerable British
physician and professor of palliative medi
cine at Oxford University, has written that
£a doctor who has never been tempted to
kill a patient probably has had limited clinical expérience or is not able to empathize
with those who suffer.5

“I hâve met many patients over the years
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that I thought would be better off if they
were to die soon. I hâve been tempted to
end more than one suffering person5s life.
That is precisely why our profession has
developed formai standards of practice and
statements of ethical practice — to remind
us that such acts are wrong.”
Again I paused and looked around the
auditorium. This key point warranted the
time.
“We are just human beings bringing spé
cial expertise to bear to serve others. We
hâve feelings and are prone to stress and
exhaustion, and even burnout. That is one
reason why we work in teams. And that is
why these days, in ail academie centers and
most large hospitals, we hâve palliative
medicine specialists working within pallia
tive care teams to cali on for help. Effectively treating complex pain and counsel
ing people with profound emotional
suffering is difficult, time- and laborintensive, and emotionally draining. Even
the best doctors benefit from the perspec
tive, knowledge, and skills of nurses, social
workers, chaplains, pharmacists, and others.
“In case you haven’t yet noticed, doctors
often get very attached to their patients.
Truth be told, doctors often love patients,
The warm positive regard that doctors feel
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for patients is wholesome and ethical. Codes
of conduet and statements of professional
practice serve as external checks when our
feelings — pain or dation —- threaten to
sway our Sound judgment.
“Like the cernent foundation and I beams
of a building, professional guidelines maintain the structural integrity of our profes
sion through difficult times — including
wars, économie dépréssions, natural disas
ters, and other social turmoil. From earliest
antiquity, one professional boundary has
been clear: doctors must not intentionally
kill patients. This boundary is valid today,
even in States and countries where the
practice is legal. Our profession has consistently asserted other boundaries, sometimes
against political pressures. It is, for instance,
legal, but firmly unethical, for doctors to
perform state-sanctioned executions. Even
in times of war, doctors must refrain from
using medical skills to infiiet pain on prisoners. Right?”
Again, as I panned the hall, students were
taking this in, no doubt deciding how much
of what I said they agreed or disagreed with.
A number of students were leaning forward
on folded arms or elbow. Several heads
bobbed in agreement.
“We live in a world in which resources are

limited and suffering abounds, in which
comprehensive care is costly and hard to
come by and léthal prescriptions are cheap.
Even today, when many emergency departments and hospitals are filled to overflowing
with people who hâve fallen through our
frayed social safety net, I worry “selfdeliverance” is another expédient way for
society to avoid the costs and the messy
complexities of actually providing excellent
medical treatments along with authentic
person- and family-centered care.
“Whether you are in favor of legalizing
physician-assisted suicide or not — and
whether assisting in suicide is legal where
you practice or not — leEs not allow our
profession to become society’s answer to
suffering and the high costs of dying.
“Having formai professional guidelines
that clearly define what can and cannot be
done can be liberating, rather than confining, in one’s practice. I hâve never had to
abandon a patient who wanted to die at a
time of his or her own choosing. By clarifying that I cannot and will not write léthal
prescriptions, I hâve been able to avoid
entangled negotiations, while unequivocally
affirming my commitment to treat pain, alleviate suffering, and improve the quality of
the personas life.
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“Okay. Once again, please feel free to
disagree. As the song goes, ‘you take what
you need and leave the rest.5
“Let’s break for ten minutes. When we
come back I promise to lighten things up a
bit and talk about imagination, friendship,
and the many things we can do for people
facing the end of life.”
When we reconvened, I began again. “To
this point, our exploration of what doctors
are for in serving people who are seriously
ill has been pretty ponderous and heavy. At
least some of you must be wondering why
the heck I would choose to practice pallia
tive medicine. In fact, caring for people
through late stages of illness and through
the end of their lives is the most satisfying
and personally rewarding practice I hâve
ever had.
“Doctors hâve existed in every society and
culture to accompany patients on their
journey through illness and death. Doctors
hâve spécial skills and expertise to bring to
the relationship. Whatever else I cannot do
therapeutically, I can skillfully, conñdently
accompany the person who is ill for at least
part of his or her journey.
“Although I am wary of overstretching
metaphors, thinking of illness as an unwanted journey has been a useful way for

me to explain my relationship to patients
and their families. I may only see a patient
and family for a short phase of their expéri
ence with illness but, like a captain of a passenger liner or the pilot of a plane, for the
time they are in my charge my goal is to
provide the best service possible.
“Ail the categorical things that doctors are
for that we mentioned earlier ñt nicely
within this illness-as-journey concept. If you
are a doctor accompanying someone on a
journey — perhaps backpacking or rafting
— and the person becomes hurt and is in
pain, of course you are going to do what
you can to make the person comfortable. If
your companion develops a medical problem with which you are skilled in manag
ing, naturally you would offer your advice
and assistance.
“In thinking about the process of dying as
a metaphorical journey, additional doctorly
responsibilities and therapeutic opportunities corne into view. Doctors can provide
guidance for what lies ahead. On any jour
ney with another person, if you know that a
path widens and offers safe passage, natu
rally you are going to suggest taking it. If,
however, you hâve previously traveled a road
and know it becomes impassable a few miles
ahead, naturally you are going to advise that
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you and your companion take a different
route.
“Pediatricians refer to ‘anticipatory
guidance3 in teaching parents of young
infants what to expect and prepare for in
the days, weeks, and months ahead. The
concept applies well to the end of life,
People commonly feel unprepared and at a
loss in knowing how to get through this dif
ficulté frightening, and often treacherous
stretch in their and their family’s lives. Doctors corne to know where the hazards lie.,
what to watch out for, what to do before
people are too much further along. We corne
to know how people can best prepare for
these difficult, unwanted, yet common life
events.”
At the break a student had asked me when
and how to bring up advance directives with
patients. These topics were going to be
covered in the next day’s session. Two of
the faculty members from our palliative care
team — Dr. Annette Macy and our social
worker, Laura Rollano — would be engaging the students in exercises to practice
these conversations. But I wanted to intro
duce the subject here.
“A word about advance directives; I advise
every adult to hâve an advance directive.
The earlier in the illness journey it is

completed, the better. Occasionally, sur
geons or oncologists who hâve heard me
make this point challenge me, saying that it
is very hard for them to bring up advance
directives with patients at the time of
diagnosis or when they are just starting
treatments. ‘Ira,3 they explain, ‘that is when
we are trying to build their hope.3
“The truth is, once a person is diagnosed,
there is never a perfect time to bring up
advance directives. It doesn’t get easier
when people begin having side effects of
treatmenté or when they hâve a complica
tion such as a blood clôt or infection that
lands them in the hospital. It is not easy
when their cancer progresses — hope is an
even bigger deal then.
“There’s a saying in palliative care; cIt3s
always too soon, until it3s too late.3 If a
patient expresses concerns when you bring
up advance directives — ‘But doctor, I
thought you said you might be able to cure
me!3 — you need to be able to say two
things; First; fiWe ask everybody to complete
advance directives, because we believe
knowing who you would choose to speak
for you and what your values and préfér
ences are in case of life-threatening situa
tions is important to providing you the best
care possible.3 Second, you need to be able
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to say: CI hâve an advance directive, because
I want the best health care for myself —
and I want to support my family as much
as I can if they are forced to make critical
decisions about treatments for me.’ ”
I explained that, in our role as teachers,
we can model that the optimal time for
anyone to complete an advance directive is
before it is needed.
“The single most effective way to prepare
yourself to counsel patients about advance
directives is to complete one yourself. Unless and until you do, it may feel awkward,
a bit like a physician who smokes cigarettes
counseling a patient on quitting, or a
morbidly obese physician counseling a
patient on weight loss.”
A few students chuckled and I noticed
that several students were talking to one
another.
“Where can we get them, Dr. Byock?” a
student asked.
“Dr. Macy and Laura Rollano will bring a
pile of both New Hampshire and Vermont
forms tomorrow morning for you to read
and, hopefully, complete. It is part of the
class exercise. You can also get them from
several sites on the Internet.”
I wasn’t through with the illness-asjourney metaphor quite yet.

“When a patient is dying, accompanying
entails walking with a person on a journey
that ends in the personas death. Accompany
ing implies that we physicians will not
abandon a person who makes a treatment
decision with which we disagree. It may be
that a patient refuses a treatment we think
she really should hâve, or that a patient
demands an operation or course of treat
ment that is not in her best interests. My
consistent stance is: I am here to serve.
“But I need not relinquish my good judgment or sacrifice my professional integrity
to continue this journey with a patient. In
States where physician-assisted suicide is
legal, not abandoning patients would entail
continuing to care for people who had
obtained a léthal prescription from other
physicians. While I would not take part in
the suicide, I would continue to waik with
patients, alleviating the personas discomfort,
optimizing his or her quality of life, and assisting the person to accomplish whatever
he or she feels it is important to do before
he or she dies.”
I explained that professional boundaries
are intended to protect and prevent doctors
from acting in inappropriate or unprofessional ways. But professional boundaries on
doctors’ conduct are not meant to be
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emotional armor to prevent us from being
authentic with patients.
“You are going to be practicing medicine
for much of your waking life. If you can't
be yourself during your working days — and
nights — practice is going to feel pretty
onerous.
“Many students and physicians-in-training
believe that professional boundaries prohibit
doctors from being friends with a patient.
Not true.
“It is fully acceptable to be or become
friends with a person who happens -to be a
patient. It is only natural for it to happen
from time to time. In fact, if you practice in
a small town — and I hâve practiced in a
few — it’s hard to avoid treating people who
happen to be friends. Rural doctors inevitably end up caring for a few of their neighbors — as well as their lawyer or accountant
or barber or beautician, or mechanics, or
fellow congregants — patient-friends are
nearly inescapable.
“Extending friendship to a patient invites
true compassion, not merely sympathy or
kindness but a willingness to suffer with the
other. Authentic compassion on the part of
a physician may entail expressing one’s own
feelings of frustration, disappointment, and
sadness to a patient.

“At the same time, ‘being real’ implies be
ing willing to say difficult things to patients
when necessary.
“Patients are not the only ones who
benefit when a doctor is able to be real. It is
within authentic relationships with patients
that the personal rewards of our profession
are found.”
It was time to illustrate these principies
with a story from my own practice.
“Let me tell you about my friend Burt, a
patient I met when the bone marrow trans
plant team asked us to help him with
overwhelming anxiety associated with his
illness and being confined to the hospital
for long weeks at a time.
“Burt had myelodysplastic syndrome and
unfortunately developed leukemia. In Burt’s
case, his only chance of being cured was a
stem cell transplant. I explained to the
students that the stem cell or bone marrow
transplant patients are sometimes confined
to their rooms for weeks or even months at
a stretch. In préparation for the transplant,
patients are given highly toxic chemotherapy
and radiation treatments to sterilize their
bone marrow and bloodstream of the diseased cells, as well as the healthy immune
cells — lymphocytes and granulocytes —
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that would reject the newly transplantée!
cells.
“By killing ail of their blood-forming cells
— precursors of red cells, platelets, and the
full gamut of white cells — people are
rendered utterly vulnerable to bleeding and
germs. Many develop infections and require
daily doses of multiple intravenous antibiotics, plus antifungal and antiviral médica
tions. It is common — even expected — for
people to feel weak and sick to their stomachs. And it is normal for people to be worried about their future. With good reason,
The list of complications that hematological
transplant patients are prone to is long and
scary. While stem cell and other bone marrow transplants hâve revolutionized treatment of childhood and many adult blood
disorders, including leukemia, for adults
receiving cells from unrelated donors,
transplants are successful in less than half
of cases. Sometimes even when ‘successful/
the condition recurs months or years later.
Still, for many people, the arduous process
is ail well worth going through because it
offers a real chance for a cure.
<cBurt wanted to live, but he was reeling
from the physical and emotional assaults of
his disease and its treatment. For him, being in the hospital before and after undergo-

ing a stem cell transplant was a bit like go
ing to jail — except a whole lot worse.
“When our team met him, Burt had been
in the hospital for over a week. He was
figuratively climbing the walls, although if
his bad hip, the resuit of an old injury,
hadn?t hurt so much, he might hâve been
climbing literally. As it was, he was tethered
by a clutter of clear plastic tubes to two
pumps and three IV bags clamped or hanging from a rolling Steel stand. When he had
the energy and his left hip wasn’t aching, he
paced around his room with that stand — a
bit like a mouse on a wheel — but much of
the time he was too exhausted and uncomfortable to walk farther than to and from
his bathroom. So he spent long hours lying
in bed.
“Burt was a tough, no-nonsense guy — at
least that was the persona he cultivated.
Within the first two minutes of meeting
him, Burt would proudly and loudly tell you
that he was a right-wing conservative and
that ‘Rush is rightPWhen tests and treatments allowed — or he wasn’t puking — he
listened faithfully to Rush Limbaugh,
watched Fox News, or used his laptop and
the hospitafs wireless Internet to stay current on right-wing websites. Before I met
Burt for the first time, he had Googled me
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and had me tagged as a public radio-listening, latte-sipping, left-leaning liberal (ail
true). And he was eager for a fight.
“But his persona was ninety percent
bravado. To me — or anyone skilled at reading people — Burt was an open book.
Within about five minutes of meeting him,
it was évident that he thoroughly enjoyed
people and valued ffiendships. He just loved
arguing, particularly about politics. He
wanted my heip and our team’s help, but I
soon learned that we would hâve to deliver
it on his terms.
“So political jousting became the currency
of our daily visits. On most days, after my
usual questions about his pain, how he
slept, whether he had any appetite, and his
bowels, he preferred to argue and advance
his far-right political viewpoint. Through it
ail, Burt and I became friends. We could
hâve serious conversations when we needed
to — sometimes tender discussions about
things that kept him awake some nights,
things he regretted, including some that he
had never told anyone else. According to
the nurses on 1 West, who ail knew Burt
well, I also became a tonie for his anxieties
and not-uncommon irritability.
“On one occasion, while in the hospital
for a six-week stretch, Burt developed a seri-

ous infection — actually two infections, one
bacterial and the other fungal — and was
receiving high doses of potent antibiotics.
Despite IV fluids and red blood cell transfu
sions whenever he became too anémie, the
hematologists were having trouble keeping
his blood pressure from falling. There was
growing concern that he might need vasopressor médications, which would, in turn,
require his being transferred to the ICU.
“When I visited he felt weak and had no
appetite whatsoever, but said he was not in
pain and did not otherwise feel ilL I noted
to myself that he looked better than his
dabs,’ or current blood counts, or the array
of active medical problems in his chart. I
felt hopeful he would once again pull
through.
“The next morning I brought Burt something that I told him would help his recovery.
“On the wall of his room, directly in front
of his bed, I taped an eight-by-eleven sheet
of white paper on which I had printed in
inch-high bold type: IN CASE OF LOW
BLOOD PRESSURE, LIFT THIS PAGE.
I explained that whenever his blood pres
sure got too low, I had instructed the nurses
to lift and tape the cover sheet up. And I
demonstrated, lifting the cover to reveal a
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color photo that I had copied from the Web
and printed at home. It was of liberal cable
TV talk show host Keith Olbermann, who
stood with a large American flag behind
him.”
I told the class, “Burt rose up as if stung
by a bee. £I hâte that sonofabitchP he
blurted out.
“ *1 think ips working!5 I said. ‘I bet your
blood pressure is up by twenty points/ and
I puffed out my chest and strutted around
the room with mock therapeutic pride. That
did it, the angry veneer collapsed, and Burt
erupted in howls of laughter. Just then a
nurse came in to see what the ruckus was
about. Burt told her to report me to the
authorities for abuse.
“We had a good laugh and I stayed for a
while to allow him time to give me the rightwing news of the day, but (mercifully) my
pager went off and I excused myself, saying
Fd see him tomorrow.
“On rounds the following day, when I ar~
rived at the counter of the charting station
nearest his room, the nurses and aides were
talking about the sign I had put up. They
reported that Burt complains about it to
everyone who visits — staff, family, and
friends alike — but, they laughed, he hasn’t
ta ken it down.”

I assumed that this would sound flaky to
at least a few students. As faculty, we hâve
been filling their minds with facts and the
structure and function of organs, cells,
proteins, and genes, and I am talking about
imagination? Although it might sound
“woo-woo” or New Agey to some students,
an informed imagination is a doctor’s most
powerful therapeutic tool. This applies to
both physical and nonphysical realms of
health.
“Imagining a person well suggests a route
to an achievable destination. Particularly for
patients who cannot be cured, this provides
me with a direction for counseling of seri-
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The mood in the auditorium was lively. I
only saw a couple of students who seemed
aloof or otherwise engaged. In body language and murmuring, most evinced that
blend of seriousness, perplexity, irony, and
humor that characterize true immersion in
tough subjects. Pédagogie bliss.
I checked my watch again and decided to
go further still.
“You hâve put up with me so far, but I
suspect I may lose some of you with what I
am about to say about my approach to
doctoring. I want to let you in on my deepest therapeutic secret. I imagine my patients
w e ii”

ously ill individuáis and their families. In
fact, unless I am able to imagine a patient
becoming cwell,5 it is unlikely I will be able
to help the person find his or her own way
to well-being.”
I explained that the ability to use one’s
imagination as a therapeutic tool is a skill
that they can develop and refine over the
years of training and practice ahead. At the
beginning of clinical training it may be difficult for a medical student to envision
“imagining a patient well” while he or she is
trying to remember which laboratory test or
type of sean to order, or which médication
to use for a spécifie condition. I used the
analogy of an apprentice sculptor who is
just learning to use the variety of chisels,
rasps, and mallets and must concéntrate to
avoid ruining a piece of marble, contrasting
the apprentice to a master sculptor who can
imagine the polished masterpiece within the
uncut stone.
“In caring for people with far advanced
illness, master physícians use imagination in
two tangible, directed ways. The first is in
taking a history, by listening carefully and
trying to understand the perspective of the
patient. One person cannot fully know the
intimate experience of another. That is why
saying, CI know what you’re going through’
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can Sound callous to a patient. However, if
a physician has taken the time and invested
the emotional energy to do so, she can say,
‘I can only imagine how hard this must be
for you,’ in a way that conveys genuine
empathy. Doctors can use their réceptive
imagination to listen to a patientas story as
if they were the speaker and try to see the
world through a patient’s eyes.
“Once aligned with the personal perspec
tive of a patient, a doctor’s créative imagina
tion is invaluable in counseling. I might ask
a person to imagine the time ahead as part
of an ongoing life story. £Given what we
know of the hero or heroine of this story,
how might you hope for the story to unfold
in the remaining chapters?’ ”
I explained that a physician’s imagination
can be a wellspring of people’s hope.
“Hope is defined as ‘a desire for some
good, accompanied with at least a slight
expectation of obtaining it, or a belief that it
is obtainable.’ Doctors can help people
identify meaningful things they can still accomplish or achieve — and then work with
them on a plan to do so.”
I looked around the room. I had lost a
few students’ attention, but most were still
with me.
“You have probably heard the nostrum, cIt
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is not what we do, but how we are that
matters.* The exact words used in counseling a patient matter less than the doctor’s
confidence and ability to be fully présent. A
calm voice, unhurried pace, and willingness
to listen can allay a person’s fears. Perhaps
on some level a patient feels, ‘The doctor is
not overwhelmed, so I must be ail right.’
Conversely, if a doctor is too uncomfortable
to listen to a patient’s concerns or too upset
by the thought that a beloved patient may
be dying, the doctor’s own fears and anxiety
can be contagious. We can be highly therapeutic simply by showing up, leaning forward, and listening attentively.”
A student who hadn’t said a word during
the class, but had been leaning forward and
clearly attentive throughout the afternoon,
now raised her hand. She said, “I once
heard a professor say that every doctor
develops his or her own style of interacting
with patients. How would you describe your
style?”
I had never been asked that question. I
had to think for a moment. My mind flipped
through faces of patients I had cared for
and counseled, and landed on Joyce.
“To be honest, in addition to using imagi
nation in the way I just described, if I hâve
a ‘style,’ I think it involves kibitzing ”

I explained that gently kidding with and
even lovingly teasing a patient enables me
to gain a good sense of their quality of life,
the State of their personhood. “I don’t
recommend this approach to everyone, but
it works for me. Let me tell you about Joyce.
“Joyce was seventy-eight years old and
looked as if she had spent most of those
years out of doors. The wind had etched
wizened lines around her expressive eyes
and the sun had stretched her mouth into a
permanent smile. Her daughter, Paula, and
friends described Joyce as ‘spry,’ an indica
tion of the feisty détermination with which
this sinewy Vermonter had lived. When her
husband was seriously injured while felling
a tree two days before his thirty-eighth
birthday, becoming physically dísabled and
unemployed, Joyce held down a full-time
bookkeeping job while also doing most of
the chores on the small dairy farm the
couple owned in northern Vermont.
“I had come to know Joyce over the better
part of a year as our palliative care team
helped her cope with the effects of chronic
lymphoma. We were readily able to treat her
pain, but she was gradually becoming
weaker. Eventually the lymphoma was
destined to claim Joyce’s life. But not for a
while. Hospitalized three days earlier with a
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chest coid that had become pneumonía, she
had rapidly improved with IV antibiotics
and was nearly ready for discharge. She was
getting physically stronger every day, but on
the day I visited she was still far too weak to
take care of herself. Her spirits were at an
all-time low.
“Joyce usually bantered with me. At our
first visit, she had asked me about my
‘accent’ and where I’d grown up and since
then often teased me about being from New
Jersey. She loved The Sopranos, the TV
show about Mafia families in New Jersey,
and wanted to know if I was ‘connected.5
That afternoon, however, her mood was
somber. We talked about her health and I
said that it was probably no longer safe for
her to be at home alone.
“I knew Joyce’s family and was aware that
her daughter, Paula, and eldest granddaughter, Ashley, along with Ashley’s husband, Jarod, had repeatedly asked Joyce to
live with them in Southern Vermont. Joyce
consistently resisted.
“ ‘Paula’s a patent attorney — and good
at it — makes a very good living. But she is
divorced, has three girls, one still in high
school, and Ashley’s prégnant. Don’t get
me wrong, Ira/ (We were on a first-name
basis.) 7 love those kids iike flowers love the
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r a i n she added loudly. ‘But Paula has her

own problems. Bad relationships with a
series of men — she picks real losers — and
has never really found herself.’ She gave me
an if-ya-know-what-I-mean look. I nodded,
indicating I was following the conversation.
‘She’s seeing a high-priced shrink in Albany.
Two hundred dollars an hour’ — Joyce
rolled her eyes — Ctwice a week!5
£C‘I just want to stay in my own home —
as long as I possibly can,’ she said. Sitting
in the recliner chair in her hospital room,
Joyce confided in me, ‘I really worry about
becoming a burden to my family.5 55
“I hoped gentle humor would get a rise
out of her. ‘You needn’t worry, Joyce,51 said.
‘I assure you, you already are.’ 55
“She chuckled and smiled wryly. ‘Oh,
thanks a lot. That makes me feel MUCH
better.5A sparkle returned to her eyes.
“I explained that her family already owned
her illness. ‘How could it be otherwise? Your
daughter and her children love you, and it’s
natural for them to worry about you. Do
you really think it is easier on them with
you so far away, living by yourself?The truth
is, what they probably need most for their
own peace of mind is to take care of you.’ ”
“She listened thoughtfully. ‘Joyce,5 I continued, ‘didn’t you tell me you had cared
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for both of your parents during the last part
of their lives?5 ”
“ £Yes.5 She nodded.
“ £And you cared for your husband for
nearly ten years, including the months
before his death. Was that important for you
to do?5
“Nothing I said or asked that afternoon
visibly moved Joyce as much as that ques
tion.
“ £Yes, it was really important.5 She nod
ded again.
£££When Paula was born, she required
endless hours of care and, Fil bet, kept you
up nights. Wasn’t that a wee bit of a burden?5
She kept my gaze but wasn’t going to
concede the point. £Of course, she was a
baby, for Christsakes!5
<££And when your husband was injured
and you became the breadwinner for your
family, as well as tending the farm, ail the
while caring for him — wasn’t his condition
and need for help a burden?5
£££Never for me!5 she shot back.
££cHow about for him? Did he ever express
feeling that he was a burden on you and
your family?’ She looked down and, after a
moment^ nodded as if in a conversation with
herself.
£££Yes, he did/ she said thoughtfully. £For

me, it just wasn’t even a question. I loved
him and did what I had to do.5
££‘Joyce, my sense is that you hâve just
described how Paula and your grandchildren feel now. You are their mother and
grandmother, and they want to care for you.
The fact is, they need to care for you, for
their own emotional well-being. Their worse
fear is having you die alone, maybe even on
the floor of your farmhouse, with them
miles away, unable to help.
“ ‘Like it or not/ I continued, £you and
your family are in this together. Their lives
are already disrupted by your illness. You
can5t fix that; you can only make the best of
the situation. Consider that just possibly the
best thing you can do for your family is to
let them take care of you. They may need to
pamper you to express their love for you.5
“I paused, before adding, ‘And there are
still lots of things you can do for your fam
ily that no one else can do.5
w £Like what?’ she asked with a theatrical
expression, her head tilted, one brow raised
in doubt, the other eye squinted against
potential evil. Apparently, she’d been
warned about shysters from Jersey.
“ cWell, for one thing you might consider
telling your daughter that you are proud of
being her mother. No one else on the planet
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can give her that gift.’
“At that point the theatrics evaporated
and she abruptly began to tear up. I moved
the box of tissues from her bedside table to
the tray stand next to her recliner chair.
Otherwise I was quiet, simply présent,
consciously creating a space in her hospital
room in which she could do what she
needed to do.
“After a few wordless moments, Joyce
began to giggle. Curiosity got the best of
me and I asked her what she was laughing
about. Through her tears she said, 'That’s
what my daughter needs, Ira. She doesn’t
need that shrink! She needs me, her mother,
to tell her I love her and that I’m proud of
her!5
“We laughed together, agreeing that if ail
parents would take the time — and spend
the emotional energy required — to tell
each of our children how much we love
them and how proud we are to be their
mother or father, we might put a génération
of psychotherapists out of business.
“ 'Another easy thing you might do is tell
your stories. Maybe your daughter knows
the details of your life, but do your grandchildren? Hâve they heard the history of
where you grew up, about your brothers and
sisters — their great-aunts and -úneles —

when they were kids, and who your best
friends were? Can they even imagine what
your school was like, or your first job? Do
they know the story of you and your husband meeting and falling in love?
“ 'You get my point. These are your sto
ries, but in a sense, they are theirs, too. Our
No One Alone volunteers oiten help people
record their stories, usually just with a
microphone, sometimes with the help of a
family photo album. If you were to do it,
I’d bet a lot that one day the child that Ashley is carrying will listen to those stories
and hear your voice.’
“ 'Boy, you’re good! You could probably
sell snow to the Eskimos.5 ” She shook her
head and smiled. I noted to myself that her
remark changed the subject. Teasing me allowed her to avoid agreeing to anything.
“Still, something began to shift within
Joyce that day. I telephoned her a couple of
weeks after she left the hospital just to hear
how she was doing. She said, 'As well as
you could expect, I guess.3 The friendly
sarcasm in her voice let me know she was
glad I called.
“She hadn’t moved, but it was no longer
out of the question. She allowed more paid
help into her home. One granddaughter was
now staying with her on weekends. And she
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said she’d taken my advice and begun
recording some of her stories with the help
of a hospice volunteer.
“I asked her whether it was hard for her
to accept help from her daughter and granddaughters.
“ CI don’t like it,5 she said, adding, ‘but I
guess that's life.5
I asked the students to notice how I had
built on the rapport I had established with
Joyce — and employed imagination in
counseling her.
“This is the sort of counseling that mostly
requires a bit of time and the will to listen.
This therapy is safe and nontoxic, and not
esoteric. Even medical students can do it!”
That brought open laughter. At this point
the auditorium felt like a living room.
People were relaxed and our time was drawing to a close.
A student raised her hand and then said
she had a serious question. “You clearly get
close to your patients. What is the cost of
caring to you? How do you deal with your
feelings, especially during busy days?”
“Well, there are plenty of days that I feel
drained. I am often glad for the evenings
and the weekends I am not on cali, and for
vacations. Luckily I hâve a wife and children
who love me, and a full personal life that
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balances the stresses and sorrows that I
experíence as a doctor. Sleep, exercise,
méditation, good food, and humor ail help
a lot.
“Be wary of the notion that we doctors
are like glasses that are either full or empty.
In this view our emotional tanks are inevitably drained by our jobs. This assumption
disserves us. In my practice, I am more
often filled up by my relationships with
patients, including those who are dying.
After more than thirty years of practice, I
often walk out of the hospital at night feeling struck with how lucky I am to do what I
do. Sometimes, I feel that way even when
someone I hâve cared a lot about dies”
As the class ended, I reminded the stu
dents to complete an évaluation form and
said again that I hoped they would choose
this topic for next year’s ICE class.
Gathering my papers and walking from
the auditorium, my thoughts went back to
the student’s last question about the emo
tional toll this work sometimes exacts from
me. My thoughts went to a young patient
whose hard life and illness affected me
deeply and I remembered the day that
Sharon died.
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7.
T he B us y D ay
T hat S haron D ied
The dock on my bedside table read 4:42
a.m. I had awakened from a bad dream. I
was drenched in sweat and vividly recalled
crawling my way to the surface from a dark,
stifling dreamscape cave.
As I lay without stirring in my bed,1 could
still see that place with dank walls and a
scrawny gray créature that reminded me of
Gollum from Lord of the Rings. It was
vaguely threatening, but also hurt and
needy. It crouched, staring up at me from a
small pool of water it was protectíng. I
recognized that the being represented
Sharon, a seventeen-year-old patient who
suffered from cystic fibrosis, a congénital
disease that clogs airways and eventually
destroys the architecture o f the lungs.
Sharon was known as the “Princess of
Darkness” of our pédiatrie ward. She
was frequently hospitalized — enough to
hâve a favorite room and be cranky if she
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didn’t get it.
Sharon was dying, and it didn’t take an
analyst to recognize the dream as my psyché
wrestling with my sadness and almost
nauseating sense of unfairness. She was a
good kid who had done nothing wrong!
I sometimes wake thinking about the
patients I will see that day and suspecting
that one or another will die. This morning,
I awoke feeling in my gut that it would be
the day that Sharon died.
My wife, Yvonne, stirred but fell back to
sleep as I padded into the bathroom.
“If looks could kill, there’d be a pile of
dead doctors and nurses at her door,” Dr.
Jorge Ruiz told me on the day he invited
me to become involved in Sharon’s care.
His facial expression said, “This is not going to be easy.”
It had been more than two years ago that
Jorge, her pulmonary specialist, asked me to
help alleviate Sharon’s pain and GI
(gastrointestinal) symptoms. He also asked
me to help her and her mother adjust to
what Jorge called “her unrelenting decline.”
He didn’t need to say, “and her coming
death.” The tone of his voice and doleful
eyes said enough.
It was mid-afternoon when I first went to
see her, yet Sharon’s room was dim. I
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knocked on heu door. No response. A
curtain was drawn around her bed. Over
the years, I hâve learned that, in many ways,
patients open themselves and their stories
to me as a physician, but that I must be willing and able to read them.
“Helio? I am Dr. Byock,” I said, poking
my head into her room. “May I come in?”
I waited at the threshold and then waited
some more. “I guess,” an adolescent voice
finally responded.
I pulled aside the curtains to reveal an
empty, unmade bed with an IV pôle on its
far side, festooned with bags of saline and
médications. The settings of patients>hospi
tal rooms often tell a lot about the people
within — their personalices, moods, inter
ests, and values; their families (often people
tape or pin pictures to the bulletin board or
walls); their styles. These walls were bare.
And where was Sharon?
“Hellooo?” I said again.
“Fm over here.” I peered over the bed’s
edge. An untouched lunch tray sat atop teen
magazines on the bedside table, next to The
Ifiustrated Encyclopedia of North American
Reptiles and Amphibians. Sharon sat cross-

legged on the floor, amid a sprawl of clothes
that seemed to hâve spilled from the open
rolling suitcase not far away. She was work312

ing on a bead necklace in a design that
resembled intricate Moroccan latticework.
She did not look up, and I could not see
her face, which was hidden by straight,
shoulder-length light brown hair, parted in
the middle.
Her ñngertips were swollen like the ends
of Q-tips, one of the common signs, or
stigmata, of chronic lung disease. Low levels
of oxygen at the tips of fingers and toes of
people with CF, emphysema, or other
respiratory disease can cause blood vessels
and soft tissues to hypertrophy, rounding
the normally concave junction of the cuticles
and nails.
She was wearing a well-worn black sweatshirt. Chipped black nail polish adorned ail
digits but her left pinky on which the oxygen
saturation sensor was taped. Her slender
hands vibrated in a fine tremor, impressing
me with the patience and concentration it
must hâve required to string those tiny
beads.
“Fm Dr. Byock,” I repeated. “I work with
something called the Palliative Care Ser
vice.”
“I know who you are. You’re Dr. Death,”
she said. Without missing a beat, she speared
a few more beads with the long needle. IPs
common for people to assume that pallia
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tive care has something to do with dying,
but “Dr. Death” is the nickname most often
used to refer to suicide doctor Jack
Kevorkian. I wanted to distance myself as
far as possible from that association.
I looked down at Sharon’s oily, uncombed,
straight head of hair. I could see only her
nose, which poked through the brown to
nearly blond strands of hair as if peeking
through a curtain of strings.
People sometimes wonder if doctors can
see through them — metaphorically, of
course. Before going to medical school, I
used to wonder how much experienced
physicians could tell about me, or anyone,
just by looking, The truth is: quite a lot. It
is the inevitable resuit of training and expé
rience.
Doctors are trained to be observant. We
tend to pay attention to things like the
condition of a person’s hands: Are they
rough or soft? Do they hâve calluses,
nicotine-stained Angers, carefully filed or
chewed nails? Similarly, we take note of a
person’s teeth and skin, the lines in his or
her face. And then there is people’s grooming, or lack thereof, and the style of their
hair and clothes: what they chose or had to
wear to the doctor’s office.
Such things can tell us a lot about a
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person’s habits and also about their life in
general. Through the eyes of an experienced
physician, a person’s history is revealed —
not the spécifies, of course, as we are not
mind readers — but the tenor of a person’s
life, the general extern of strain, and the
cumulative toll expérience has taken. Peo
ple’s expressions and mannerisms, their
posture and gaze, whether they fidget or are
calmly posed — ail contribute to a general
impression of their inner State.
“Well, actually, I like to think what I do is
about i i v i n g I replied. “Our team focuses
on people’s comfort and quality of life, and
helps people who are dealing with difficult
courses of treatment.” I paused, giving her
a chance to respond. She didn’t.
“You don’t hâve to be dying for us to
help,” I continued. “You just hâve to be seriously ill. I understand that, unfortunately,
you are pretty ill.”
“Yu-up,” she said with a sarcastic infiection, as if she were saying, “DUH-uuhr”
I felt we were fencing, and I decided to
thrust. “But tell me, are you dying?”
“Yeah, I know Pm going to die.”
I noted to myself that saying “I’m going
to die” is not the same as saying ‘Tm dy
ing.” I asked Sharon what it meant to her to
know that she was going to die,
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“Nothing,” she said. “When you’ve been
told three hundred times that you are going
to die, who cares? Unless I can get a trans
plant , . ” she added softly. That caveat apparently didn’t diminish her apathy, because
she spoke louder in asking, “So what?”
She barely moved her shoulders, in a half
shrug, a kind of resigned gesture meant to
say, “My life is lousy. Tell me something I
don’t know”
I followed Sharon’s lead in downplaying
the subject of a lung transplant. In fact, I
wondered how realistic a lung transplant
was for Sharon and if she knew what she’d
be getting into. Doctors often refer to
receiving a transplant as exchanging one
serious illness for another, A transplanted
lung can extend a patient5s life by an aver
age of five years — given the alternative,
that’s a lot — but they can be arduous and
uncomfortable years. Then again, the bell
survival curve around the five-year midpoint
is wide, meaning that a few people live many
years longer, while others die shortly after
receiving their new lung,
I decided to stay focused on what made
her tick. “You know, I am here because Dr.
Ruiz and a few of the nurses think you are
depressed. They are worried about you and
asked our team to see if we could help. Do
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you think you are depressed?”
“I suppose. Why wouldn’t I be? My life is
shit,” she said. And just then she looked up,
her hair falling to the sides of her face as
she cocked her head, and met my eyes full
on. It was the slightest of motions, yet I had
the distinct impression that she had been
saving the move for effect. Sharon’s narrow
face, still that of a pretty young girl, had the
gaunt look of an old woman. The absence
of natural subcutaneous fat around her nose
and orbital ridges set her dark brown eyes
deep within their sockets, accentuating dark
crescents under her eyes. Looking at Sharon
was like staring back at a subject in a
photojournalist’s series of war-torn refugees
or Dorothea Lange’s historical photos from
the Dust Bowl. She was malnourished. Her
deprivation was not from lack of food but
from the physiologie inability to absorb the
nutrients she ate.
She knew the effect her appearance had
on strangers. I’m sure she had seen people
flinch at the sight of her and look away. I
understood why “breaks my heart” was a
phrase often spoken by the pédiatrie nurses
when they talked about Sharon.
That was two years earlier. Last night I had
set my alarm for 5:15 and, now that I was
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awake, decided to start the day. Shaking off
my dream and early-morning reverie, I
quickly shaved and showered. From the
bathroom window I saw that fresh snow had
fallen overnight and blown into a two-foot
drift against our garage door. I dressed and
scanned from my laptop the dozen or so
e-mails that had arrived overnight. Most
were junk mail, notices, or newsletters, but
two were serious and time sensitive. Whenever possible, I adopt a “touch it once”
strategy with correspondence, particularly
during weeks when I am the attending
physician for our inpatient consultation
team. It was just the second day of my
seven-day stretch. Days would be long
through next weekend, and e-mails — as
well as projects and committee work that
required my attention — could easily pile
up. The more tasks I could touch once and
complete, the better.
Each took a few minutes to read and
respond to. I put my computer into pause
mode. I knew I was running a few minutes
late. Nevertheless, I took time to medítate.
Long ago, I realized that sitting in médita
tion was the single most important thing I
could do to prepare for each day. The
twenty minutes I invest pay off by enabling
me to be more fully présent and in the mo

ment as I see patients and families who are
in dizzying, deeply distressing situations.
Whenever I skip méditation, sometime dur
ing the course of the day I notice that I need
to expend extra effort to maintain my
equilibrium as events and émotions threaten
to push or pull me off center.
During my méditation this morning, im
ages of the créature from my dream kept
arising. There she was, squatting on the
cluttered floor of her room, peering up at
me. Snippets from the past twenty-six
months ran across my mind’s eye — a series
of grayscale snapshots of Sharon sitting
against monochrome floors, walls, and
privacy drapes.
Sharon had been frequently hospitalized,
usually for one to three weeks at a time,
during the period since I met her. During
her times in the hospital we had forged a
doctor-patient relationship that gradually
became a doctor-patient friendship. I would
usually stop by to see her at the end of my
hospital day, my last task before heading
home. Sometimes I would bring her a bottle
of sugarless flavored water from the gift
shop, one of the only “treats” she was officially allowed.
Sharon was tough and often infuriated
nurses, phlebotomists, respiratory thera-
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pists, and radiology techs. But she was also
transparent. Her crankiness was clearly
behavioral armor worn by a frightened
child. She was vulnerable but not defenseless. When it came to treatments, médica
tions, and her diet, there were things she
was willing to do and things she refused.
She would split the staff, currying favor
ffom some while giving the cold shoulder to
others. Sharon distinguished between those
who “understood” her (that is, eut her some
slack) whom she allowed to work with her,
and those she didn't like and would not talk
to. Sometimes she would simply prétend to
do what Dr. Ruiz or the pédiatrie residents
and nurses asked, or would sneak something
forbidden, like a sugary treat — a potential
catastrophe for her fluctuating blood sugar
levels.
Late one afternoon, during my second
visit, it was pretty obvious that Sharon was
feeüng low. I was still trying to establish
some rapport. Although I could think of any
number of reasons why Sharon might be
depressed, I wanted to know which ones
gnawed at her most.
“I wonder,” I began, “if you couldn’t
change having CF, but could change some
thing else, can you imagine anything that
would make your life more worth living?”
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“Boobs!” she said, without hésitation.
Touché! I thought. We were fencing again
and I was parrying with a pro. “Well,” I
chuckled aloud, “sounds like an entirely
reasonable thing for someone your age to
want ” I was a family doctor earlier in my
career, and am the father of two now adult
daughters. Breasts are a normal thing for an
adolescent girl to want. Menarche typically
occurs when girls are between eleven and
thirteen years old, but at fifteen, Sharon had
not yet had a period. She had breast buds
noted on a recent physical examination by a
pédiatrie résident — small nodules of early
breast tissue under her nipples — but to
her, they were just another reminder that
she was not yet a woman. She said she felt
abnormal and ugly. I said that her thinness
was probably keeping her from developing
breasts and, in an attempt to offer a nonpathologic context to the problem, reflected
that many young ballerinas and gymnasts
are late in developing breasts, as well as
starting their periods.
“Yup,” she nodded, this time without
irony. I was reinforcing what she already
understood about the biology of her condi
tion. I hoped I was also earning some
professional credibility in her eyes.
It was hard to know. Sharon went on
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speaking openly about her sexual develop
ment, yet she did so without émotion,
somehow distant from her body, She said
“I” as though referring to someone in the
third person.
“I know I need to gain weight in order to
grow breasts, but I donJt know if I can,” she
said. The rising tone of her voice told me
she still had hopes. She’d allowed me to see
what really mattered. Seeds of trust had
been planted.
“If growing breasts is high on your priority list for improving your quality of life,
then we will do whatever we can to help
you gain the weight you need,” I told her
before I left.
Now, two years later, Sharon was seventeen and quickly approaching the ledge of
life. As I continued to medítate, that knowl
edge loomed in my consciousness like a
storm cloud. Long ago, I had come to accept that Sharon’s dark hospital room was
for her a safe cocoon, so I wondered why
the cave in my dream felt foreboding. I
suspected that below the level of my usual
awareness, I was wrestling with my awareness that Sharon could very well die today,
I rose from my cushion. I walked to the
kitchen, poured a cup of coffee, tied my tie,
and dressed for the cold. As the garage door

flipped open, I started the car and then
grabbed the snow shovel leaning against the
garage wall. Midwinter mornings in the
mountains of New Hampshire can be brutally cold. It was 10 degrees Fahrenheit,
with gusting wind, Nonetheless, after I had
heaved away the worst of the drift, I took a
moment to appreciate the starry sky. It was
as much of nature as I would see that day.
My weeks as attending physician on our
inpatient service are particularly intense: I
would not leave the hospital until 6:30 or
7:00 p.m.j hours after the sun had set again.
To fulfill my mission as a palliative care
doctor to protect patients’ comfort and
well-being, I also hâve to improve care
Systems. That’s why I was headed to the
6:45 a.m.Tumor Board on this coldTuesday
morning. Medical, surgical, and radiation
oncologists use this weekly meeting to
discuss new cancer cases. My presence
tends to expand the discussions, encouraging them to consider the impact of potential
treatments on each patient’s quality of life.
Thankfully, 1-89, my route to the hospital
in Lebanon, had been plowed and well
sanded. I switched on NPR and caught the
last of the bottom-of-the-hour headlines.
But my thoughts went back to Sharon and I
turned the radio off.
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A lot had happened since that first meet
ing with Sharon. She was admitted to
CHaD — the Children’s Hospital at Dartmouth — every few months, and more
recently almost every month. Usually she
came in because of a chest infection that
started with a low-grade fever, mild shortness of breath, and achy “respirophasic”
right chest pain that hurt whenever she took
a deep breath or coughed, and kept getting
worse despite oral antibiotics. A few rimes it
was because her blood sugars were dangerously high — in the mid~400s, with normal
being about 100 — and could not be controlled as an outpatient.
None of this was new to her. It was just
the latest phase of the only life she had ever
known.
Shortly after birth, Sharon had been
diagnosed with an intestinal blockage. Tests
revealed elevated chloride in her sweat that
led to the diagnosis of cystic fibrosis. CF, as
it’s called, affects roughly thirty thousand
Americans. It’s a deadly disease to hâve
(although recent advances in genetics, proteomics, and drug development are raising
hopes for dramatically effective new treatments and making it possible to even imag
ine a cure). CF increases the viscosity of
sécrétions — think mucus — particularly in
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the respiratory tract, causing chronic sinusi
tis and bronchitis, and gradually destroying
the délicate grapelike clusters of air sacks,
the alveoli, which provide the surface area
for exchanging oxygen and carbon dioxide
between our lungs and bloodstream,
Normally, the mucus in our sinuses,
bronchi, and lungs is liquid, the consistency
of warm honey. People affected by CF hâve
mucus with the consistency of caramel. This
impedes the fine hairlike cilia that rhythmically beat, usually sweeping mucus upward
and outward, continually cleansing our
lower airways.
CF is best known as a respiratory disease,
b u t it is also a disease of the gut and
endocrine System, and it can cause cirrhosis
of the liver.
Sharon had it ail. In addition to a daily
regimen of twelve different pills, she inhaled
foui detergent-like mists and antibiotic
sprays every few hours to loosen her clotted
sécrétions. For fifteen minutes, three rimes
a day, she also endured “cupping and clapping” treatments — a therapist or her mom
beating on her chest — or, when they were
not available, she was strapped into a spécial
vibration vest, which resembles a medieval
torture jacket with only the ancient sharp
iron spikes replaced by rows of stiff tubes
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that deliver alternating sharp bursts of
compressed air from a pump to literally
shake the spit out of her. She needed insulin
injections twice a day, and as often as every
four hours if her blood glucose tested high.
She was prone to infections and slow to
heal. Diabetes put her at risk for prématuré
aging of the small arteries leading to her
kidneys, and eye and heart problems, although, as Sharon was acutely aware, she
was unlikely to live long enough to suffer
those complications.
During my first handful of visits, I had
focused mostly on building trust and a
“therapeutic relationship.” I teach students,
residents, and fellows that a physician’s
genuine concern and positive regard for the
person can engender comfort and confi
dence. Cynics who dismiss this as a placebo
effect miss its significance. Therapeutic rap
port is legitimate; it’s an invaluable clinical
resource and an attribute of being a “real
doctor.” Its effect can be more powerful
than Valium. Indeed, the Valium-like benzo
diazépine class of drugs — Ativan, Xanax,
Serax, Librium, and Klonopin, to name a
few — give people a “mother’s at home”
sense of well-being. Seasoned doctors know
that îheir presence and caring can be every
bit as effective.
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During another visit early in our relation
ship, I asked Sharon what else might be on
her fantasy wish list, reminding her that I
was not a genie and was asking as a way of
getting to know her better as a person. She
wished for a Tempur-Pedic mattress, a pet
dog, a nose job, interest from boys, and to
learn ballet. She adored animais: her secret
wish was to become a veterinarian when she
grew up. She said “when” with an inflection
that let me know she meant “if.” She had a
pet lizard, Gizmo, but was worried that she
would hâve to give him away because no
one gave him attention during her frequent
hospitalizations,
Sharon’s family lived near Manchester,
New Hampshire, an hour and a quarter’s
drive south of our hospital. They had plenty
of challenges. There was a lot of love among
them and never a hint of malice, but they
were often in turmoíL Sharon’s parents had
divorced when she was eight. She was
fourteen when her mother, Stéphanie,
remarried; just three months later, her
stepfather, Bill, suffered a stroke that paralyzed his left arm and leg, rendering him
unable to work, Money had been tight
before his illness, and now it was a constant
worry. They were forced to move to a
smaller apartment. Her limited mobility and
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the family’s small quarters felt stifling to
Sharon, particularly during the long, cold
New England winters. Even trips in the car
were limited. When she was in the hospital,
the high price of gas limited her family to
visiting only on weekends.
Three years ago our team created a spécial
patient amenities fund to give people in
situations like Stéphanie and BilPs a few
prepaid “gas cards” to defray some of the
costs of their visits. We also contributed $50
to a fund that CHaD nurses created to
purchase a hypoallergenic hairless cat for
Sharon, a truly grotesque-looking créature
that she cherished and named Chloe. As
luck would hâve it Chloe promptly contracted a feline virus, had to hâve an infected
eye removed, and died just six months after
Sharon first held the créature in her arms
— a series of events that only seemed to
confirm Sharon’s brooding belief that she
was cursed. But Sharon accepted Chloe’s
death with characteristic stoicism. It was
simply par for the course.
Sometimes on a Saturday when Sharon
was in the hospital and my schedule permitted, I arranged for a “pass” that enabled her
to leave the premises. I5d take her to a pet
store for an hour or so. She was elated,
pointing out every variety of dog, rabbit,
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snake, and spider. She transformed from
the terror of the ward to a normal kid,
developmentally younger than her midteen
years, brimming with the energy of youth. If
her stomach was up to it, we would stop for
a lunch of her favorite nonhospital food:
tuna melts, and a spécial off-diet treat, ice
cream.
Through our innumerable appointments
and conversations, Sharon, Stéphanie, and I
gradually built a doctor-patient-parent
relationship that allowed for an easy, ongoing to-and-fro of information and ideas.
Even when Sharon was not in the hospital,
I heard from her mother regularly, usually
by e-mail and occasionally by phone.
Stephanie?s e-mails were typically short,
usually letting me know about a minor
change in Sharon's bowel symptoms or her
difficulty getting a médication approved by
Medicaid. Sometimes she would send me
an e-mail just to brag that Sharon had
completed a dance class and hung her
certifícate on her bedroom wall, or had
done unexpectedly well on a standardized
test at school. If more than a week or two
went by without an update, I would check
her chart or cali and check in.
During a CHaD care planning meeting I
attended, one of the social workers won329

dered aloud whether the spécial attention
some of us gave Sharon was appropriate. By
“appropriate,” she meant ethical. Why her
and not other patients? Weren’t we Crossing
a sacrosanct professional boundary between
doctor or nurse and patient?
I took the matter seriously, but not from
lack of confidence in the propriety of my
actions. I considered the concern a teachable moment. Our team used our regular
weekly éducation meetings to discuss these
issues. Professional boundaries serve to
protect vulnerable patients from manipulative doctors. But clear professional bound
aries also free physicians and patients to be
authentic with one another, We had lively
discussions and came to the conclusion that
befriending people who happen to be our
patients is not a transgression. Whenever
possible, we decided, we should pamper our
patients. Laura Rollano said it best: “Sometimes it’s okay to take a kid to a pet store.”
Far from representing a violation of pro
fessional boundaries, I felt it was a privilège
to help Sharon. I made her life a little better in simple ways, by truly caring for her. It
would hâve been inauthentic to suppress
the impulse to do $o, which after ail is at
the fundamental core of medicine. I had
earned the privilège by showing up, again
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and again, and being présent during the
lowest times in her struggle to live in the
face of relentless disease.
Ail the efforts of her doctors, nurses,
pharmacists, nutritionists, and respiratory
therapists could not keep Sharon from
gradually, inexorably becoming sicker. We
adjusted her pain médications, using a low
dose of long-acting morphine three times a
day so that she would not hâve to ask for
every dose. The nurses could also give her
quick-acting morphine for breakthrough
pain. With this médication. Sharon was
more comfortable and considerably less
cranky. She was also more willing to wear
her percussion jacket.
Despite Sharon’s considerable efforts to
eat, her nutrition got worse rather than better, and her prospects of developing breasts
dimmed. Suspecting that her cramping and
diarrhea were partly due to acquired lactose
intolérance, I tried but failed to convince
her to use Lactaid milk and ice créant. She
scrunched her face and insisted it wouldn’t
taste good. After several months, Stéphanie
and Sharon decided on surgery to place a
PEG tube through her abdominal wall into
her stomach. The liquid nutrients (you
couldnh cali them “food” by any stretch of
the imagination) caused painful cramping
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in her intestines and gave her even more
diarrhea.
As summer became fall, she grew thinner
and more skeletal and wizened in appearance. Working on beads or schoolwork, she
often curled herself up in positions that
resembled the poses of ascetic yogis. She
would “cocoon” in her hospital room, a
common approach among teenagers for
coping with the unpleasant realities of life.
Sharon kept the room dark and left strict
instructions not to be disturbed as she slept
through the mornings into the early afternoons. I came to see her cocooning as a
futile attempt to magically emerge into a
brighter and happier world. She desperately
wanted a future, although she knew that she
was destined to die before the transforma
tion could occur. But she was still a warm,
loving, and colorful teenage girL
Sharon had recently been rejected from
the lung transplant list at a hospital in
Boston because of the extern of her liver
disease and gastrointestinal malabsorption.
Her chest pain had increased, and her
abdominal cramps made even the brief
periods between her respiratory treatments
miserable. She frequently avoided respira
tory treatments by pulling the blankets of
her hospital bed over her head and refusing
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to budge. Whenever I visited now, I focused
on doing whatever was possible to help her
tolérate treatments and get stronger. Despite
doing everything we could think of to make
the best of this difïicult predicament, Sharon
and her mother had begun talking with each
other, and to me, about stopping her treat
ments and accepting her dying.
Sharon missed her family and her friends
from school and church, whom she rarely
saw when she was at CHaD. She told me
that she didn't want to spend the rest of her
life in the hospital. “If I am not going to get
better, what’s the point?”
I pulled onto the loop drive that encircles
the Dartmouth-Hitchcock medical complex. I parked my car and stepped into the
freezing wind. I pushed the electronic key
fob with my gloved fingers to lock the car
doors behind me and hurried toward the
hospital. It was time to attend to the busi
ness at hand: Tumor Board from 6:45 a.m.
to 7:45 a.m. and then our team’s morning
“huddle”
At our daily eight o’clock morning meet
ing, we discuss each of the patients on The
List and plan the work of the day: how to
manage various patients3 symptoms, help
them adjust to their illness and prognosis,
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and, always, assist them in navigating the
complex maze of the health care System.
Responsibility for chairing the meeting
rotâtes. Today it was chaired by Karen Grocholski, our chaplain and spiritual services
coordinator. Among the team members
participating were: Annette Macy, another
attending physician; Laura Rollano, social
worker; two nurse practitioners; the triage
nurse; the massage therapist; and the man
ager of our volunteer program. As director,
I particípate whether or not I am “on
service/5 meaning that day’s attending
physician for the clinical team.
The “huddle” starts promptly at 8:00 a.m.
We begin with a poem as a way of separating the events of our personal lives and the
world from the work we come together to
do as a team. This morning, Betty Priest, a
nurse practitioner, read “To be of use” by
Marge Piercy.
The people I love the best
jump into work head first
without dallying in the shallows
and swim off with sure strokes almost out
of sight.
They seem to become natives of that
element,
the black sleek heads of seals
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bouncing like half submerged balls.
I love people who harness themselves,
an ox to a heavy cart,
who pull like water buffalo, with massive
patience,
who strain in the mud and the muck to
move things forward,
who do what has to be done, again and
again.
I want to be with people who submerge
in the task, who go into the fields to
harvest
and work in a row and pass the bags
along,
who stand in the line and haul in their
places,
who are not parlor générais and field
deserters
but move in a common rhythm
when the food must corne in or the tire be
put out.
The work of the world is common as
mud.
Botched, it smears the hands, crumbles
to dust.
But the thing worth doing well done
has a shape that satisfies, clean and
évident.
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Greek amphoras for wine or oil,
Hopi vases thaï held corn, are put in
muséums
but you know they were made to be
used.
The pitcher cries for water to carry
and a person for work that is reaf.

hâve seen at our medical center. So we hâve
developed our own System of sending death
notices any of us receive from colleagues to
our secretaries, who also daily sean regional
newspapers for obituaries. This allows us to
make a follow-up cali to each family of the
patients we serve to learn how the person
died and to assess how each family is doing
in the immédiate aftermath of their loved
one’s death.

After the poem, the pace of the huddle
quickens* as we hâve a lot to do in less than
an hour. There were fifteen patients we were
following in the hospital* and the outpatient
clinic schedule was fairly full, with two
nurse practitioners each scheduled to see
eight patients.
First on our agenda was Deaths, the sec
tion on The List that contains the ñames of
any of our patients who died during the past
twenty-four hours. There are one to three
deaths on a typical day. We meet most of
the people we care for during turbulent
times in their lives, and it feels important to
us ail to know how each story ends. It
doesn’t happen automatically. Many of our
patients live in communities an hour or
more away from the medical center and are
cared for by their own doctors, community
hospitals, nursing homes* and hospice
programs in their own communities. Often
no one thinks to notify the specialists they

After Deaths, we discussed the Outpatients Who Are In, a section compiled from
scanning the electronic records for patients
who hâve been admitted to the hospital
overnight. This morning there were two —
one was having radiosurgery, an outpatient
procedure to treat a single metastatic brain
tumor. He would only be at the medical
center for about ñve hours and did not need
to be seen by us. The other was Alex, a man
with melanoma who was being admitted for
swelling and pain in his left groin. We added
him to the Inpatient section of The List and
planned to see him on rounds.
Next were Outpatient Challenges, and in
this context, I updated the team about
Sharon’s situation. It was just last Monday
that she and her mother decided to go home
and receive hospice care. I left for a confér
ence in Chicago early the next morning,
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and although I had entered my notes in her
medical chart and related the events to
Helen Walek, the nurse practitioner I work
with most closely on our inpatient service, I
had not yet had a chance to discuss the
transition and current plan of care at a
morning huddle.
Helen and I had worked together for
nearly six years and had come to know each
other very well. At thirty-seven years of age,
the mother of two, Helen had a peaches and
cream complexión, warm smile, and an
unwavering détermination to take the best
care possible o f people in the worst of
circumstances. Some days, I think Helen
and I are a bit like partners on télévision
cop shows. We know each other’s style and
can usually tell what the other is thinking or
feeling about a clinical situation.
Helen is from the first génération of nurse
practitioner specialists in palliative care.
Upon graduating nursing school, she
worked in a hospital in Cleveland for three
years before taking a position as a home
hospice nurse. She had a natural ability to
soothe people in distress. She also discovered an interest in the science of medicine
and enrolled in a mas ter5s program, becoming a nurse practitioner with the ability to
diagnose and treat most clinical problems.
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Helen joined the team at D artm outhHitchcock Medical Center the year before I
was recruited.
At Dartmouth, nurse practitioners function as essential, respected members of
clinical teams. On our team, the nurse
practitioners perform consultations and care
for patients in clinic, very much as I and
the other physicians in our group do. Formally, the nurse practitioners rely on us for
oversight and supervision. And they do. But
informally, we collaborate and rely on one
another,
I began reporting in matter-of-fact fashîon; Sharon is at home, with her mother and
stepfather there 24/7 and good support
from their church and extended family,
including people coming from out of town.
She is receiving 7.5 milligrams of oral
methadone twice a day, with 10 milligrams
of high-concentration oral morphine solu
tion as needed for breakthrough pain or
breathlessness. A Hospice SOS Kit is also
in the home, with injectable médications
and supplies to control severe symptoms if
needed.
When I finished, Helen said, “You know,
Ira, I am going to be keeping my eyes on
you.n She looked around the large confér
ence table — which is actually three folding
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tables placed together. The majority of our
team was présent for the morning huddle,
in addition to Alison, a medical student,
and Christopher, an internai medicine rési
dent.
“We ail get doser to some patients than to
others. Sharon and you clearly hâve a
spécial bond.” Helen spoke in the formai
tone someone uses when speaking up at a
public forum. While her words were spoken
to me with an ‘T m ju$t sayin5 ” attitude,
they were intended for everyone in the
room, including the two trainees.
The room was quiet. Helen turned and
addressed the rest of the team. “As everyone
here, except perhaps Alison and Christo
pher, knows, Ira has been the only one of
us who Sharon wili actualiy talk with. She
has been polite to me but mostly declines
to see anyone else. So this is not one of the
usual situations in which we can share the
burden. Last Thursday, while Ira was away,
I got a cali from Sharon’s hospice nurse
about her morphine dose. Alison and I read
through some of his recent entries in her
chart during her last admission when she
had another exacerbation and a lot of pain.
I want to read a few excerpts from the notes
to give you ail a sense of what’s been going

She flipped through the electronic hospital
records and read the narrative portion of
the progress notes I had written:
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PALLIATIVE CARE INPATIENT
PROGRESS NOTE

Patient: Sharon Valero
DOB: 05/18/1989
PCP: Jorge Ruiz, M.D.
Consultant: Ira Byock, M.D.
Date: Friday, January 20, 2006
I visited Sharon in her room this afternoon before the weekend in follow-up
to a long visit we had early last evening.
She had just awakened from a nap, but
was willing to talk.
She was alert, fully oriented. She has a
frequent harsh, moist cough with tachypnea (at ^22/min) and use of accessory muscles. She spoke in full sen
tences. Affect mostly fiat, becoming tearful at times. But she was friendly and,
by the end of the visit, managed to smile.
She said she was feeling “okay,” but
admitted that her breathing is still “not
great ” When I asked how she was really
doing, she said, “Sad.” I gently probed,

acknowledging her cat, Chloe’s, recent
death, but questioning whether there
was more than that that was making her
sad. She broke down in tears and talked
about many aspects of her life that are
hard. She wants to get out of the hospital
but knows that shedl just be alone, ail
day every day, in her room when she’s at
home. Without her cat or another pet,
she feels isolated and alone in her room.
She also said, “Pli be home for a while
and then Pli just get sick again and come
back to the hospital.”
She still really wants a transplant but
knows it is a long shot and feels tired
and isn’t sure how long she can keep going.
I gently explored whether there would
come a time when she might decide not
to come back to the hospital. She said
that she thinks about it pretty often, but
that “I can’t give up because of my
mom. She wants me to keep fighting.” I
replied that I want her to get well, too,
but reminded her that her mother had
approved the idea of starting hospice
care so that Sharon could get more of
her care at home and that she would
hâve the option of staying there through
the end of her life, instead of coming
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back to the hospital, if and when she
decided to do so.
I asked if she had spoken with Bob,
her younger brother, recently. She said
she hadn’t called him and didn’t want
to impose on him. “He has his own
problems,” Sharon replied. I asked if
she’d heard from her father. Yes, her
father had recently invited her to travel
next summer with him and his wife
(Sharon’s stepmother) to Europe.
Sharon was delighted, but worries that
she will not be well enough to go. I offered to cali her father and explain her
precarious medical situation and ask him
to come visit. “No,” she said, it would
just frighten him and he doesn’t do well
with people on the phone. I then wondered aloud if, despite ail her own
problems, Sharon was protecting me
(from talking with her father), her father
from the news of how ill she was, and
Bob, whom she loves and misses. Yes,
she nodded, and acknowledged through
her tears that she was protecting ail of
them — and her mother, too, from the
knowledge of how ill she is and how bad
she often feels.
I suggested that it was high rime for
her to allow those of us — professionals
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and her friends and family — who are
not seriously ill and care about her to
take care of her, pamper her, and make
her comfortable. She was willing to
consider allowing me to cali her father.
She is looking forward to her mother
visîting on Friday. She feels her pain is
better controlled with the current dose
of methadone (7.5mg oral twice a day).
Assess: Pm concerned about Sharon’s
physical condition; her lack of significant
improvement, her general malaise, lowgrade fevers, oxygen requirements.
Her depressed mood is an amalgam of
dépréssion and grief.
PLAN: I will continue to assist with sup-

portive counseling and problem-solving
whenever possible. Hospice care at home
is available through Community Home
Health and Hospice out of Nashua.
I hope to talk with Sharon’s mother
this weekend.
/ Ira Byock, M.D.
PALLIATIVE CARE INPATIENT
PROGRESS NOTE

Patient: Sharon Valero
DOB: 05/18/89
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PCP: Jorge Ruiz, M.D.
Consultant: Ira Byock, M.D.
Date: Monday, January 23, 2006
Following my last visit with Sharon, I
asked the CHaD nurses to hâve her
mother contact me by e-mail. Below is
an e-mail I rec’d from Sharon’s mother,
Stéphanie, from yesterday. Please see the
Progrès s Note that follows.
Subject: Let’s Talk
Date: January 22, 2006
From: Stephanie@NewHampshire.net
Ira,
I would very much like to talk with
you about Sharon. We’re both de
pressed, and although I don’t think I
show it around her, it’s becoming
increasingly difficult for her to hang
on. She’s told me she wants to give
up and that ail she wants to do is
crawl inside a nice warm place and
sleep forever.
If you get this message today, Fil
be at home after church. If not, then
Fil be at work to morro w.
Thanks,
Stéphanie
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Stéphanie contacted me on Sunday (01/
22) and we subsequently spoke at length
by phone.
She has come to the realization that
Sharon is not getting better. Sharon told
her that she is extremely tired and wants
to give up. Stéphanie is overwhelmed
with sadness, but is also confident that it
is the correct course of action. She said,
“I feel like telling Dr. Ruiz not to bother
with the transplant évaluation. Sharon
just doesnh hâve it in her. I know that in
my heart and soûl.” She added, “There
is no joy in her anymore”
She wept as we talked. I asked her if
she had any clarity re: where she would
want Sharon to be cared for during this
la$t phase of her life,
Stéphanie has been in touch with a
hospice intake coordinator at Community Home Health and Hospice in
Nashua, which has a pédiatrie hospice
team. The hospice program had deferred
coming out to meet her b/c Sharon was
readmitted. Last evening during our
phone cali I asked Stéphanie to recontact
them to say that I wanted the hospice to
meet Stéphanie and begin the admis
sions process, so that contingency plans
could be put in place.
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Stéphanie sent an e-mail last evening,
asking for my assistance in contacting
Red Cross to facilítate a family medical
leave from the military for her son, Ed
die, to visit. Stéphanie also gave me
permission to contact her ex-husband
and Sharon’s father, Albert, to inform
him of Sharon’s condition and encour
age him to visit.
Stéphanie said that current neighbors
of theirs, Sandy and Zeke Graber, had
offered to help in any way they can and
had prevailed upon Bill, Stephanie’s
husband, to allow them to get another
cat for Sharon.
plan

: I will contact hospice to re

actívate the évaluation and admissions
process.
I will contact Red Cross to begin the
process of emergency family medical
leave for Eddie.
I will try to cali Sharon’s father to ap
prise him of the situation and encourage
a visit.
Our palliative care team is available to
work with the peds team to facilítate
transition to home hospice care if that
continues to be the direction Sharon and
her family decide to pursue — and to
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support Sharon, her mother and the
peds team here in any way we can. (I
will be away from the hospital on Tuesday through Friday this week.)
/ Ira Byock, M.D.
Helen looked up from her laptop. ccMan,
Ira, I hâve to tell you, Fve got a lump in my
throat.”
I suddenly understood why, yesterday, Alison had asked why I chart in the way that I
do. I had explained that medical charting
had begun as a way for doctors to com
munie ate what they found, thought, and did
for a patient to the next doctor who happened to see that patient to ensure continuity of care. These days, in the era of electronic medical records, “documentation'5
seems less about communicating to other
clinicians than about covering legalities and
getting paid.
I told Alison, a medical student and budding family physician, about Narrative
Medicine, a movement championed by Dr.
Rita Charon at Columbia University, which
seeks to retain the patient’s story within the
medical encounter. I explained to Alison
that while some of what we do, such as
adjusting pain médications, can be adequately recorded in témplate notes, I was

determined to resist the dehumanizing
influence of “spreadsheet charting ” When
visits involve decision-making and counseling, I often scribble quotes while I am in
the room as a way of capturing the dynamics and conveying the essence of what took
place, It is an effort to preserve the personhood of the patient and protect the soûl of
medicine within the notes I Write.
In Sharon's case, I also used narrative
charting and pasted in e-mail exchanges
between Stéphanie and me to convey the
sequence of conversations and decisionmaking, as they unfolded, to Dr. Ruiz and
the other specialists involved in Sharon’s
care. Partly, I felt it was important for them
to know that I didn’t talk her or her mother
into anything, but supported them in making their own decisions — at their own pace,
to the extent that was possible.
Outpatient Challenges were now complete
and the morning meeting’s agenda moved
on to each of the hospitalized patients
before wrapping up. Then Helen, Christo
pher, Dr. Macy, and I headed out of the of
fice and down the back halls of the hospital
to begin making rounds and visiting pa
tients. Alison went with Betty Priest and
Laura Rollano to see patients in the clinic.
The rest of the morning was fairly unre-
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markable.
After lunch, just befo re one thirty in the
afternoon, Christopher and I were talking
with the family of an elderly man in the
emergency department when my pager
vibrated on my hip.The display read 33315,
which meant that an outsíde cali was hold
ing. Unless I picked up the cali, I might not
know who was trying to reach me. During
weekdays, most calis go through our office;
clinical questions go to our triage nurse.
But we maintain a twenty-four-hour, justin-time phone consultation service for
physicians in the région. Our flyers instruct
physicians to cali the main number and ask
for the palliative care physician on cali. So
the person listening to the wait tone could
be a physician from somewhere in the
région who was calling with a pressing clini
cal question.
I answered the page from the nearest nurs
ing station and waited for the tone that
indicates I was connected. “Helio, this is
Dr. Byock.”
“Hi, Dr. Ryock, this is Millie, Sharon Valero’s hospice nurse. I thought you would
want to know that Sharon has taken a major
turn.” She paused before adding, “She is
comfortable, but no longer saying much.
About eleven a.m., her breathing became
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more labored. I did turn her oxygen up to
ftve liters per minute and gave her another
dose of morphine. She settled down and
said she felt better and was able to take a
few sips of tea. Now she is curled up on her
bed in the living room with her cat. She is
starting to mottle in her legs. The family is
ail here. I don’t think it will be long.5’
Without knowing it, Fd closed my eyes
and balanced on my heels, leaning against
the nursing station wall, my back straight,
breathing in deep, rhythmic fashion. Nurses,
interns, residents, transportera, and housekeeping personnel were going about their
business, but I was in a bubble. I was not
shocked; indeed I had been expecting such
a cali, but I still dreaded it.
I pictured Sharon as I had seen her just four
days ago. She was sitting cross-legged on a
bed that her family had set up in their liv
ing room, a red fleece blanket draped
around her and a white kitten curled in her
lap. It was Friday evening about six thirty; I
was returning from my meeting in Chicago
and had stopped by on my way home from
the airport.
Their home was in a set of row houses in
a neighborhood less than a quarter houFs
drive from the Manchester, New Hamp351

shire, airport. It took me a few minutes that
evening to fînd their home amid several
dozen units with uniform gray siding and
black-and-white vertical-striped awnings,
many adorned with flower boxes covered in
snow and holiday décorations and children’s
art in the windows, I finally recognized
Stephanie’s yellow Ford Taurus and her
bumper sticker: E A C H D A Y I S A G I F T F R O M
I had called on my cell phone from my
car, so Stéphanie was standing at the front
window, wiping away steam and watching
for me as I walked to their door, A dense
aroma of stew billowed out of the open
door. Stéphanie looked into my eyes, hugged
me, and said, “Thank you so much for Corn
ing. It will mean so much to Sharon.” As I
followed her to the living room, I took note
of the steep carpeted staircase that led to
the bedrooms and remembered Sharon
describing it like an elderly tenant of a fifthstory walk-up. She planned her days around
getting up and down those stairs.
Movie posters and Christian art shared
limited wall space with open cabinets filled
with music CDs, videotapes, and DVDs that
gave the room a cluttered feel. The centerpiece of the living room was a large flatscreen télévision that hung on one wall, with

the room’s furniture — a love seat, recliner,
and Sharon5s bed — arranged in an arc for
easy viewing. A Patriots game was in the
last two minutes; with time-outs and com
m ercial, I guessed the game had another
ten or fifteen minutes to go. Bill turned his
head, waved, and started to get up, but I
insisted that he stay put and quickly crossed
the room to shake his good right hand.
Behind his recliner hung a poster with a
trompe l'oeil antique wooden frame surrounding weathered parchment and bearing
a handwritten aphorism: “Sometimes God
Calms the Storm . . . Sometimes He Lets
the Storm Rage and Calms His Child.”
Sharon looked pale and exhausted. It
seemed an effort for her to keep her head
up. As I took her hand and leaned forward,
I could hear the whistle of high-flow oxygen
from the soft plastic cannulae in her nose.
“How are you doing, kiddo?” I asked.
“Okay,” she smiled, “I like being home.”
“Are they taking good care of you?” I
asked in a teasing tone. The love in the
room was thicker than the smell of the simmering stew.
“Yes” — Sharon rolled her eyes — “they
are being good to me.”
“How are things working out with Millie,
your hospice nurse?”
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“Good. She’s really nice ”
I remarked that Snowball, her new cat,
seemed to hâve settled right in.
“She’s not my cat,” Sharon corrected me.
“Chloe was my cat. This cat is a pest,” she
insisted, faithfully sticking up for her deceased, homely, hairless feline friend as she
lovingly stroked SnowbalPs neck and belly.
Right after I’d referred her to hospice*
Sharon’s hospice nurse, Millie, had called
me, and we reviewed her médications and
discussed in detail what treatments, spécifie
medicines, and doses she would hâve for
expected problems of fever, pain, and shortness of breath. In addition to twice-daily
methadone, I increased her dose of oral
morphine to 15 milligrams up to every hour
as needed for breakthrough pain and to
reduce any sense of air hunger. Opioid
médications, such as morphine, hâve been
shown to decrease the work of breathing —
the effort and metabolic energy required to
lower the diaphragm, expand the chest, and
draw air into the lungs — so that, in addi
tion to comfort, people actually breathe
more easily.
Still, it was likely that the médication was
contributing to Sharon’s fatigue. I suspected
that she was forcing herself to stay up until
I arrived.
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Fortunately, the football game finally
ended. Stéphanie immediately headed for
the kitchen and returned with a tray filled
with bowls of homemade beef stew and a
freshly baked loaf of bread. Although my
wife, Yvonne, and I had planned to hâve
dinner at home later in the evening, I had
no thought of declining.
As we ate our stew, we didn’t explicitly
talk about Sharon’s dying, although there
was no hint of déniai. Instead, we talked
about the people who were coming to visit
— her father and his wife; her younger
brother, Bob, who had been estranged from
the family (except for Sharon) for the past
few years and often was out of touch for
months; her older brother, Eddie, who was
serving in the military in Iraq and coming
home with assistance from the International
Red Cross.
With dinner finished and Sharon looking
more and more tired, I said I should probably be getting on my way.
“I will be checking on you,” I said, adding, “Your mom and Millie can reach me at
any time.”
“I know,” she said, smiling weakly. She
lifted her left arm, inviting me to hug her —
which I did. It was her way of giving me
permission to leave.
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As I drove home, I spoke with each of my
daughters on my cell phone, telling them
how much I loved them.
My reverie lasted just a few seconds. With
my eyes open, I was back in the hospital,
just four days later, aware of my back
against the nursing station wall and the hum
of activity around me. I thanked Millie for
calling, said that I will expect to hear from
her again later, and asked her to tell Stépha
nie they were ail in my thoughts.
It was approaching four o’clock when my
pager went off again, and once again it was
an outside cali. This time I expected it
would be Millie updating me again. I knew,
though still dreaded what was coming.
“Helio, this is Ira,” I said as the cali went
through.
“Hi, Dr. Byock, it’s Millie.” The somber
tone of her voice telegraphed her message.
“Well, she is gone.”
“Oh,” I sighed, unsurprised. “Was she
comfortable?”
“Yes, entirely. She simply went to sleep. I
was able to get her to take a dose ofTylenol
and her morphine. We used a moist towel to
help keep her fever down. Stéphanie was
holding her when she died.”
“And how is Stéphanie doing?” I asked.
356

“As well as can be expected. She never
left Sharon’s side and showered her with af
fection as she died. Now she’s a bit numb, I
think. It is still too new and unreal. But her
whole family is here. The place is full, which
is good for Stéphanie. Her minister is here,
too. I don’t think they will leave her alone
for a while. We are awaiting the funeral
home people. At the moment they are having a prayer circle over Sharon’s body,”
I thanked Millie again for calling — and
for the tender care she gave Sharon. I ask
her to tell Stéphanie that I send my sympa
thies and love, and that I will cali her this
evening.
I sighed again, feeling the familiar pang of
sadness that clenches within my chest
whenever I think of Sharon’s tragic life. I
thought of the emotional highs and lows of
the years in which I had known her. Two
moments in time stood out.
Sharon religiously watched Jeff Corwin’s
show on Animal Planet every weekday
afternoon. Woe to anyone who tried to interrupt her when Jeff Corwin was on the tube.
I suggested she Write him a letter. “I will
make sure he receives it if you write it,” I
reassured her. After some editing by her
mother, a night nurse, and me, here is what
357

Sharon produced:
Dear Jeff,
I hâve wanted to meet you for a long
time. I love to watch your shows because
they brighten my day, especially when
Fm in the hospital. Fm in the hospital a
lot because I hâve cystic hbrosis and the
related problems of diabetes, osteoporosis, and cirrhosis of the liver.
I love ail animais, I am 17. I want to
learn about ail of the planet’s animais. I
hâve a spécial love of the océan and want
to become a marine biologíst. I also love
snakes and want to explore becoming a
herpetologist.
There are also many other careers I
hâve an interest in exploring, including
being a veterinarian, but I don’t want to
take too much time here to write them
ail down. I think it’s enough to say that
Fm more comfortable with animais than
with people.
I would love to meet you because I
hâve many questions for you and would
love to just talk for a few minutes in
person. Is there any way for me to visit
with you, even briefiy, at your place in
Massachusetts?
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Please say Hi to your fox, Tea-cup, for
me.
I hope to hear from you.
Best regards,
Sharon Valero
I did some sleuthing by Internet and phone,
and was able to contact Corwin’s publicist,
who agreed to put the letter in his hands.
He responded within a day. Not long after,
he hosted her during a show he put on for a
fair in Massachusetts, taking her “backstage” and letting her hold several animais,
including Tea-cup. The next day, Stéphanie
was breathless over the phone as she told
me about Sharon’s visit, She said I would
not hâve recognized her daughter — not
only because she had shampooed, blowdried, and brushed her hair, and freshly
filed and polished her nails, but because she
was shy, quiet, and polite, and “on her very
best behavior!”
When I saw Sharon again — it was just
two weeks later that she was again admitted
to the hospital — she felt physically lousy,
but emotionally she was still glowing from
the visit. It was “the best day of my life!”
she told me. Between spasms of coughing,
she smiled and showed me pictures her
mother had taken of her with Corwin. I was
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already beaming when, for the first time in
the many months I had known her, she
opened her arms and gave me a big hug.
That hug warmed my oíd doctor Js heart,
but I suppressed a shiver as I embraced
Sharon’s emaciated frame and felt my
fingers fall into the deep grooves between
her ribs.
For me, the lowest point in Sharon’s care
were the last days she was in the hospital
and the discussions I described in her chart,
during which Sharon, Stéphanie, and I
talked about her going home and made
plans for how she would be cared for and
how she would die. Although I had known
it was coming and had been preparing
myself for months, I was aware of my own
deep-seated desire to delay or defer the
conversation. It was as if talking about her
dying would make it real. Even in my role
as a palliative care doctor, I kept thinking of
anything else we could do to prolong her
üfe — and avoid having the conversation.
There was a moment when Sharon helped
me through it. Stéphanie left to talk with a
nurse — and, I suspect, to give Sharon some
privacy of a few moments alone with her
doctor. I had one unfinished piece of busi
ness that had been bothering me.
“Sharon,” I said softly, “I have something
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I need to say. I want to apologize for failing
to fatten you up enough to grow breasts. I
never forgot what you told me the day we
met and, well, I really tried and I am sorry.”
Sharon thought I might be making a
feeble attempt at a joke and, at ñrst, gave
me a “yeah, right” look and ironie smile.
But she saw I was sincere and immediately
softened.
“It’s nobody’s fault,” she said, letting me
off the hook and, more important, forgiving
herself.
Before dinner — it was nearly eight p.m. —
I called Stéphanie. She answered on the first
ring.
“I am so sorry that your precious daughter
has died.”
“Oh, Ira, I will miss her terribly,” She
pauses to clear her throat. “I know she is
with Jesús,” she says. “She was beautiful to
the very end. She just snuggled up and went
to sleep. We all kissed her and stroked her
hair. The last hour or so, she just slowed
down and her breaths were further apart.
Then she wasn’t there. I felt her soul leave
her body.”
“I wíll never forget her,” I said. “But I sure
am glad I got to know her.”
“We could not have done this without you,
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Ira. Sharon loved you5 ya know.”
“Well, the feeling was mutual.”
I asked if there were any funeral plans.
Stéphanie said that there would be a memo
rial “célébration of life” the coming Sunday
at two p.m. at their church in Goffstown.
CCI hope you can be there/’ she said. I told
her that I would be.
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F ixing H ealth C are
“Ira, the nurse at Mom’s Alzheimer’s unit
just called. They sent her to the hospital
yesterday afternoon — said that she’d been
vomiting and there was nothing else they
could do. They didn’t even cali me! Damn
it! She even hâtes to be touched and now
she is strapped to a gurney in some emergency room, getting X-rays and IVs.”
Despite a lousy cell phone connection, I
could hear tears within the tremble of my
friend Michelle’s voice. I knew something
was wrong from the number on my cell
phone’s display, even before I flipped it
open. Michelle would never cali my cell on
a weekday morning unless something bad
had happened. Now, she hadn’t paused to
say helio, and I understood from her pace
and anxious tone that she’d been talking to
me before Fd answered the phone.
“Fm just sick about it. Fm not mad at
you, Ira, but I did everything you suggested
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and none of it worked. Naturally, her own
doctoras not on cali. I’m still trying to find
the doctor who is.
Michelle is married to a close boyhood
friend of mine, and my wife and I hâve been
good friends of theirs for many years. Mi
chelle owns and directs an executive search
firm based in Manhattan. She is meticulous
and exacting in her business and personal
life, as confident and assertive as anyone I
know. Michelle is also an accomplished artist with a keen aesthetic sense that extends
to cooking, home décor, and adventurous
travel. She is an attractive brunette who is
nearly a decade younger than her husband
and L Her disciplined commitment to eating right and a regular, strennous exercise
program keep her fit and able to enjoy long
hours.
Over the eleven years from the earliest
onset of her mother’s cognitive decline, to
the day of Michelle’s cali, she and I often
talked about her mother’s condition and
she sought my advice in planning her mother’s health care. Michelle felt a keen responsibility for her mother’s well-being and was
determined for her to receive the best pos
sible care. We usually spoke informally over
dinners with our spouses — parent care is a

common topic of dinner conversations
among couples our age — but sometimes
she brought a list of questions and had a
pen in hand as we more formally considered
details of her mother’s functional abilities,
emotional well-being, living situation, and
medical plans. As her mother's dementia
accelerated and she became progressively
debilitated, Michelle and I occasionally
spoke by phone in the evening, discussing
changes in her mother’s condition or the
pros and cons of various médications or
treatments.
Her mother, Jeanne Gider, was a remarkable individual. She was a retired physician
who had come to medicine as a second
career. Born in Brooklyn in 1929, Jeanne
Goldberg grew up during the Dépréssion
and the lean years of World War II. At age
thirteen she wrote in her diary that she
wanted to become a doctor. However,
limited family finances and her gender led
to nursing school instead. She became a
public health nurse, a nursing instructor,
and then earned a master’s in public admin
istration from New York University. She
married Leo Stuhl, an agricultural economist who had worked on the Aswan Dam,
but was subsequently blacklisted from
government jobs during the McCarthy era.
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“What should f do now?!”

The couple moved to Toledo, Ohio. Leo
became a traveling salesman of toys and
confections, and Jeanne became the direc
tor of nursing at Flower Hospital. In 1955
Leo became ill with cancer. Surprisingly,
while he underwent cancer treatments that
might hâve rendered him infertile, Michelle
wa$ conceived. Leo Stuhl lived to see his
daughter born and grow to age two. But
Michelle’s father never regained his health
and died in 1959.
Suddenly a young widow, Jeanne and little
Michelle moved to Miami to be doser to
Leo’s aging mother. Jeanne took a job as a
technician in a local medical laboratory. It
wasnh long before the supervising physicien
of the laboratory recognized Jeanne?s intel
lect and ambition, and began encouraging
her to go to medical school. Her family was
able and eager to help. Applying to medical
school in 1965 as a woman who was nearly
a decade older than most applicants seemed
a herculean feat. Against long odds, she was
accepted — one of only four women in her
University of Miami Medical School class
— and at age thirty-two she followed her
long-held dream.
After completing her training in 1971,
Jeanne remarried and went on to become a
busy family practitioner and respected
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member of the south Florida medical community. As a family doctor, Jeanne Gider
was skilled in helping people plan for the
end of life. She even served for several years
as a volunteer member of the board of
directors of a local hospice program. Mi
chelle said that her mother had long been
vocal with her about what she personally
wanted — and, mostly, didn’t want — as
she was dying.
During years of practice, Dr. Gider had
seen many difficult deaths that she thought
were the conséquences of doctors and fam
ily members trying to prolong life at ail
costs. She made Michelle promise not to allow that to happen to her. After her second
marriage ended in divorce, she prepared an
advance directive document that named Mi
chelle, her only child, as her authorized
medical decision-maker. In the document,
Jeanne specified that if she had a lifethreatening illness and was too ill to speak
for herself, she did not want any invasive
measures to prolong her life; no surgery, no
CPR, no mechanical ventilation, no artificial
nutrition and hydration.
In 1984, Jeanne was in a serious car ac
cident in which she suffered a concussion.
After months of outpatient réhabilitation
she was able to function well enough to
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work as a medical consultant and lecturer
to hospitals for several years. However, she
never returned to providing direct clinical
care. Then, in 1991, at age sixty-two, she
was diagnosed with colon cancer and underwent surgery. Although she was apparently
cured of her cancer, her recovery coincided
with an accelerated progression of deman
da. For the next few years, while the disease
was still in the early and middle stages,
Jeanne was able to feed and dress herself.
During this period, in one of our conversa
tions, I suggested to Michelle that she make
an appointment with her mother’s doctor
specifically to develop contingency plans for
foreseeable future problems. She thought it
was a great idea.
At the appointment a few weeks later, Mi
chelle and her mother’s internist sat in his
office and reviewed Jeanne’s advance direc
tive. Michelle discussed the conversations
she had had with her mother. The doctor
readily agreed that the sole focus of her
mother’s care would be her comfort and
quality of life. He understood that if and
when a complication of her illness occurred,
it was Michelle’s intention to allow her to
die naturally. Michelle was explicit that her
mother was not to be hospitalized without
her permission. Again, the doctor fully
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agreed. He placed Michelle’s contact infor
mation — including her cell phone, pager,
and home numbers — prominently in her
mother’s chart. Michelle told me that she
saw the numbers on a face sheet within the
manila cardboard folder that held her
mother’s clinical records.
The next time we spoke, Michelle thanked
me for making the suggestion. She felt
confident having her mother’s doctor on
board with her mother’s wishes.
Because her mother wanted to stay in her
own home in south Florida for as long as
possible — and because they had the financial means to do so — for nearly eight years
Michelle hired aides and coordinated her
mother’s home care. During those years,
she says, “Mom was able to participate in
the world” and enjoy most days. The pace
of her decline quickened, and by 1999
Jeanne required around-the-clock supervi
sion. In addition, at times she became
agitated with apparent paranoid delusions.
Michelle carefully evaluated every specialized dementia care facility in the région and,
after frantic weeks of waiting lists, her
mother was admitted to the one she felt was
best. (Michelle once quipped that it was as
hard for her mother to get into a good nurs
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ing home as it had been to get into medical
schooL)
Admission to the specialized nursing
home came just in time but proved to hâve
been worth the wait. Within months, Jeanne
was barely communicating, completely
disoriented, and in diapers. She spent most
of her days sitting in a chair in the day
room. She no longer recognized Michelle or
anyone else, She was mostly placid, but
recoiled from being touched. Unless the
nurse aides who knew her well were oh-sogentle and soothing in their approach, she
would recoil and become agitated when
they tried to bathe her or provide daily
mouth care.

My advice was simple, though not easy. I
told her to fly down to Miami immediately.
“Until you’re convinced she’s safe, do not
leave your mother alone.” I was speaking
literally and she knew it.

Late that evening, Michelle called from
her mother’s hospital bedside. She had
caught an afternoon flight from New York
and touched down about eight p.m. Her
mother was much as she had feared —
bruised from the IVs and blood tests, with
cotton restraints tied around each of her
ankles and anchored to a bedpost. She was
sedated but, when aroused, obviously confused and visibly uncomfortable.
“Get this,” Michelle plaintively exclaimed
over the phone, “I reached the doctor on
cali as I was packing to leave for the airport.
He said they had to hospitalize her because
she has an obstructed bowel and might hâve
cancer. So I asked him, 'What the hell are
you going to do if she has cancer?5 and he
said, ‘Well, she’d need surgery,’ I told him
in no uncertain terms that under no circumstances would I consent to any surgery for
my mother. I demanded that my mom be
made comfortable and hinted strongly that
I was willing to sue him and the nursing
home if he didn’t follow my instructions.
He sounded surprised, but also relieved,
'Oh, okay, we’ll focus on her comfort, and I
guess we should arrange for hospice,5 he
said.”
He got that right. In fact, there are ways
of controlling the discomfort bowel obstruc-
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On the day of her frantic cali, despite ail of
Michelle’s meticulous efforts — and my
supposedly expert guidance — her mother
was a captive, tied down and undergoing a
battery of unwanted blood tests, X~rays, and
treatments, Indeed “battery” seemed the
right word,
What should she do now?

dons cause without surgery, but doing so
would take palliative care expertise of the
sort that a hospice program provides.
At Michelle’s direction, and with the oncall doctor’s blessing, her mother was
transferred from the hospital to a hospice
inpatient facility across the Street. For the
last ten days of her life, there were no
restraints on her arms or legs. She was in
no distress, thanks to sufficient médication
for pain and anxiety. Her mouth was moist
and her skin was clean, warm, and dry. The
hospice staff treated Jeanne Gider tenderly,
respected her dignity, and enabled her to
die peacefully.
The story would hâve been sobering and
instructive had it ended there, but it didn’t,
A month after Jeanne died, Michelle
received a bill for her mother’s twentythree-hour hospitalization. It totaled
$22,402. (Adjusted for inflation, the amount
would exceed $27,000 in 2012.) The bill
included $6,750 for twenty-two sepárate
blood tests, $1,077 for three eiectrocardiograms, $4,187 for a CAT sean of her head,
$776 for three X-rays of her abdomen, $296
for a chest X-ray, and $3,246 for three ultrasound tests.
Michelle was stunned and called the billing department to complain. Anger, which
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had been smoldering within her grief,
threatened to erupt.The clerk went over the
itemized statement and assured her that the
charges were correct. Michelle first told
the billing clerk and then a supervisor that
the bill was outrageous, explaining that the
tests and treatments her mother received
were unauthorized and unwanted. Michelle
was spoiling for an argument, but there was
none to be had. The customer service
specialist calmly let Michelle know that she
needn't worry. “This will not be a problem,”
she said. “Medicare will pay.”
Not a problem?
What happened to my friend and her
mother is not just one story. Their expéri
ences are emblematic of the health care
System we hâve. What makes Jeanne Gider’s
dying stand out for me is the lengths to
which Michelle had gone to prevent these
needless, intrusive medical treatments and
how, in the end, it hadn’t worked.The story
of what happened to her mother is a cautionary taie for ail of us who hâve aging
parents or who happen to be aging ourselves.
Notice that in this saga there was no
malevolence on anyone’s part. Despite good
intentions and the careful planning Michelle
375

had done, when her mother developed
abdominal pain and vomiting, thereby
categorically shifting from being “chronically ill” to “acutely ill,” the acute care
System snapped into action. As if a valve
had opened, a cascade of events was released. No one stopped to check her ad~
vanee directive or cali Michelle, her legal
decision-maker. Instead, clinical protocols
and patterned responses of nurses, doctors,
health care facilities, and teams were set in
motion, forming a swift current that carried
Jeanne Gider to the hospital. Doctors and
nurses with long-standing habits generated
routine tests and instituted acute treatments. With practiced handoffs, Jeanne was
passed from the nursing home staff to
EMTs to emergency department staff, to
the on-call physician internist and surgeon,
and to the hospital nurses. Once unleashed,
the current was diffïcult to stop. No wonder
Michelle felt she was swimming upstream.
This tragic taie illustrâtes the systemic
challenges we face and highlights the urgent
need to revise care standards and redesign
health care Systems. We must do so in order
to protect vulnerable patients — our par
ents, grandparents, spouses, brothers, and
sisters. And we must do so to ensure that
our children are not left in M ichelle’s
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predicament, struggling to protect their
parents and feeling guilty for being unable
to keep their promises to us.
Not every frail eider or dying person has
as strong and sophisticated an advócate as
Michelle. As they approach the end of life,
people are at risk of suffering needlessly
from lapses in communication, failures of
coordination, and missing préparations for
foreseeable crises. When things fall apart,
often patients and their families don’t know
what to do. Calling 911, while understandable, is not always the best answer.
As broken as our national and local health
care Systems are now, we may soon be
nostalgie for these times. We are on the cusp
of a national crisis that will affect every
person in America. Like a tsunami in slow
motion, démographie tides of frailty and
physical illness are rising, not just “nationally” in some abstract sense, but in each of
our own communities, You likely know
people who are sick or frail who live just
across the Street or down the block or in
your apartment building. Even today, there’s
a good chance those people and their
families are hard put to deal with their daily
medical care. Many are also struggling to
meet their basic needs. As hard as things
are today, the crisis is merely beginning. It
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is time we developed plans to deal with it.
And we can. Today, we hâve the knowledge
and expertise available to respond in effec
tive ways. Many thousands of expériences
like Jeanne Gider’s hâve provided data for
researchers in public health, geriatrics,
sociology, and palliative care to analyze and
make sense of. We know where the cracks
lie in our health and social architecture of
caring. More important, créative research
ers, advocates, and innovators within these
fields hâve developed strategies for fixing
the fractures.
A common assumption among politicians
and social commentators is that budget
woes are keeping us from providing the best
possible care for people at the end of life. In
reality, few people in medicine, sociology, or
health services research who hâve studied
the situation agréé with that premise. In
fact, our society has had the technical
knowledge and professional expertise we
need for some time. But knowing and doing
are two different things. What is most worrisome today is that caring well for people
through the end of life and supporting caregivers are still not on the national agenda.
The clock is ticking along with 78 million
baby boomers’ beating hearts, but the body
politic isn’t listening.
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In 1997 the Institute of Medicine published Approaching Death, a landmark report
that surveyed ail the available evidence
pertinent to dying in America. Approaching
Death cited widespread “errors of omission
and commission” in end-of-life care. Studîes found that pain was inconsistently assessed and often poorly treated. Com 
munication around end-of-life planning and
preferences often did not occur. Treatments
were often given when there was little
chance of success but every chance of
increasing a patient’s distress, Reimbursement Systems incentivized treating disease
(“at ail costs”), as did a legal System that
placed physicians at more risk for doing too
little than for doing too much. The Institute
of Medicine described pervasive deficiencies in medical and nursing éducation. In
its report the institute issued a cali for
dramatic improvements in clinicians* training, as well as in health services and Systems
of care, and in community-based responses
for people approaching the end of life.
Since Approaching Death was published,
numerous professional associations and
patient advocacy groups hâve joined the cali
to vastly improve — indeed to redesign —
our nation’s medical and social Systems to
provide the safe, reliable, coordinated,
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individualized services to ill and elderly
people and their families,
So far, it hasn’t happened. The dominant
social response to illness and frailty remains
purely medical. Once one has a diagnosis or
two — bona fide physical and mental ali
ments — society will pay for treatments,
T hat’s well and good. However, the
diagnosis-driven, narrowly defined social
response to people’s needs misses opportunities for preventing illness, alleviating
distress, and enhancing people’s well-being.
And the exclusively disease- and treatmentoriented nature of contemporary medicine
causes dissatisfaction for patients and
providers alike.
It is one of the reasons that doctors are
burning out in unprecedented numbers.
Physician satisfaction with their careers is at
an all-time low. Rates of dépréssion, drug
abuse, and divorce are higher among physi
cian s than the general public. Today*s doc
tors practice under the scrutiny of business
managers, payers, quality committees, and
regulators. They feel pressured to see too
many patients in too little time. Although
physicians tend to be cautious and conscientious by nature, in the United States mal
practice suits are always in the back of their
minds. In settings in which care is episodio

and continuity difficult to assure, ail of these
factors — feeling pressured and being cau
tious, conscientious, and concerned about
being sued — contribute to doctors* deci
sions to order extra blood tests, CT scans,
and MRI scans, “to be on the safe side.”
Patients, especially older patients, also feel
rushed and are often left with the impres
sion that their doctors hâve precious little
time or attention for them. It is increasingly
common for medical records to be electronic, and in many of the most modem
medical centers, doctors spend more time
looking at computer screens than at the
people sitting in front of them.
People with chronic, life-threatening
conditions commonly find that their care
feels fragmented and that their doctors
aren’t communicating with one another.
When a patient sees a medical consultant
or surgeon, at times key test results or scans
aren’t available; sometimes tests must be
repeated because results of even recent
blood work or scans can’t be found. When
patients ask about the chances of a new
treatment working or how long they may
hâve to live, their doctors may be evasive,
Doctors who listen carefully, and who
consistently answer questions fully, stand
out as glowing exceptions in the opinions of
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many seniors. But they are uncommon in
Systems fixated on diagnosing and treating
pathologies rather than people.
In the current Systems and professional
culture of medicine, planning, preventing,
guidance, and counseling are ancillary and
easily ignored. Insurers, Medicare, and
Medicaid more readily pay for diagnosing
and treating diseases than anything else that
doctors do. If complications of treatments
occur, these new problems (aka diagnoses)
generate more tests and treatments, which
are also paid for. Of late, Medicare has
refused to pay hospitals the full costs of care
for patients who are readmitted within a
month of discharge for the same condition.
But in general, the government and insurance companies have simply paid.
Like everyone else in the workforce these
days, physicians are accountable for what
they do. Rightly so. Unfortunately, what
they are held accountable for has usually
emphasized volume over quality. Physician
économie productivity is measured in work
RVUs, which stands for relative value units.
RVUs accrue through both the time and
the intensity or sophistication of spécifie
services. Invasive procedures, such as opera
tions, endoscopies, repairing lacérations,
and reducing fractures, are assigned many
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more RVUs of service than visits to counsel
patients and families through difficult,
complex decisions or to help them cope
with progressive, incurable conditions. Each
physician’s RVUs are measured and a
doctor’s output — per day, per month, and
per year — can be compared to national
benchmarks or local peers and used in
performance reviews, yearly bonuses, and
salary adjustments. Whether or not their
own incomes are affected by how many
RVUs they generate, doctors are aware that
the more time they spend with patients in
talking and counseling, the less revenue
their practice generates.
While revenue can rise or fall, overhead
tends to be fixed. Physicians in group
practices particularly feel the weight of their
practices’ “overhead,” which represents the
livelihoods of the managers, nurses, lab
techs, receptionists, secretarles, and billing
clerks with whom they work. Ail things being equal, practices succeed when physi
cians see more patients per unit of time.
Yes, doctors can get paid for home visits.
And seeing patients in their homes is désir
able in some ways — assessments may be
more meaningful and treatment plans better fitted to the patient and family’s living
situation. But in the world of RVUs, unless
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a patient happens to live across the hall
from the physician’s office, it is not an ef
ficient use of a doctor's time. Similarly, care
planning meetings, and calis and e-mails
among providers (social workers and home
health or hospice nurses) — the very stuff
of coordinated care — detract from physician productivity. For many doctors, it is
not a question of income as much as social
responsibility to their employées and coworkers within the existing payment System
that motivâtes them to see as many patients
as they feasibly can.
A typical internist or famiiy practitioner is
scheduled to see ten or more patients in
each half day of his or her clinic or office
practice. New patient visits are typically
scheduled for thirty to forty-five minutes
and follow-up patients as little as fifteen. As
long as the patients are ail generally healthy
and the visits are for a yearly health évalua
tion, or for treatment for high blood pres
sure, or for weight loss, or to start or adjust
médication for dépréssion — and if the doc
tor is experienced and highly efficient —
this level of productivity is achievable. But
for many of us — myself included — it is a
dizzying pace. When even a few of a doctoras
patients hâve multiple medical problems
and chronic conditions — diabetes, hyper
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tension, obesity, congestive heart failure,
AND dépréssion — and are taking eight dif
ferent m édications, those fifteen-m inute
visits are just not enough time. N ot even
close.
Of course, on any given day, when a physician may be scheduled to see twenty or
more patients in the office or clinic, it is
also likely one or more of the practice’s
patients will develop an acute problem and
need to be seen. One patient may be an
older man with metastatic cancer who has
become sedentary over the past two months
and now has a cough and fever. Another
patient may be a woman with modérate dementia who lives in a nursing home and
now has abdominal pain and vomitîng and
is agitated.
Trying to manage the myriad problems of
a chronically ill patient in a busy office
practice can feel like juggling Jell-O on a
busy city Street corner in a rainstorm.
T he easiest, safest, and most efficient
thing for a doctor to do is to send such
acutely ill patients to the hospital. Once
there, emergency departm ent or hospital
internai medicine physicians and nurses can
take over and skillfully order the right tests
and treatm ents for the patients* medical
problems.
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Doctors know that if they send a patient
“to the E.D.,” they will be called by the
emergency physician, updated, and likely
asked for advice. If the patient needs to be
admitted, in most hospitals, a hospital
internai medicine physician will manage the
acute problem. The doctor can visit the
patient in the hospital after office hours or
the next morning.
In an ideal world, the doctor would be
able to urgently see patients who are chronically ill and hâve now become acutely ill,
with their families, before admitting them
to a hospital. The doctor* patient* and family would discuss what the turn of events
means in light of a person and family5s goals
of care. What should the balance be now
between treatments to save and prolong life
and the person’s comfort? Is going into the
hospital acceptable or should we try to treat
this new problem at home or in the nursing
home? Would they put any limits on lifeprolonging treatments if he suddenly became much worse? How important is it to
preserve the opportunity to die naturally?
In the real world* doing what feels clinically right in such situations could easily
consume an hour of time. In a busy clinic
or medical office this would resuit in keeping other, scheduled patients waiting — an-

noying at least a few — and leave a responsible doctor feeling irresponsible to other
patients, as well as to his or her practice
partners and staff.
Money does not drive the health care
System. Money fuels it. When someone is
seriously injured or ill, everybody in the
System strives to get the person well. Money
is no object — it is purely instrumental to
getting ail the treatments people need.
In the presence of so many problems and
needs, everyone at ground level — patients,
their families, and physicians — reflexively
assumes that the more medical care they
can give or receive, the better. There is now
compelling evidence disproving that assumption.
Over two decades of research by Drs. John
Wennberg, Elliott Fisher, and colleagues at
The Dartmouth Institute for Health Policy
and Clinical Practice documents large varia
tions in the types and amounts of health
care people receive during the last year of
life. Analyzing Medicare data, the researchers found substantial différences from one
part of the country to another in the number
of days spent in hospitals and ICUs, specialists seen, and invasive procedures performed
during the last year of life. Drilling into the
data, they found striking différences in pat-
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terns of care between one city and another
even vvithin the same State, and sometimes
between one major medical center and
another in the same city.
Each édition of the Dartmouth Atlas of
Health Care has found that greater intensi
ves of medical services correspond with
higher costs, but not with longer survival or
better health outcomes. Despite seeing more
specialists, undergoing more tests, and having more treatments, people who hâve
cancer, heart attacks, or fractured hips —
and reside where high medical intensity is
the norm — donh Uve measurably better or
longer than people in régions of lower medi
cal intensity. In fact, in areas accustomed to
more medical and surgical treatments for
these conditions, patients hâve comparatively poorer functional outcomes and lower
satisfaction with care. When it comes to the
final years of their Uves, people in higherintensity régions and institutions spend
more of their time in hospitals and ICUs
and less of their time at home.
When they looked at the academie medi
cal centers that were ranked highest by U.S.
News and World Report, the Dartmouth Atlas
researchers found that average costs during
the last two years of life ranged from
$93,842 per patient at UCLA Medical

Center in Los Angeles to $53,432 at Mayo
Clinic in Minnesota. Mayo Clinic doctors
were hardly skimping on treatments, yet
were able to provide what they felt was the
best care for patients at nearly half the cost
of their colleagues at UCLA.
This is more than an économie issue.
Quality of care also varies among institu
tions and régions, and access to needed
health services can be limited. One example
that is relevant for people with cancer is ac
cess to hospice services, which for many
represents the best care for the end of life.
This is not merely my assertion as a proud
clinician in the field. The Institute of Medi
cine and the American Society of Clinical
Oncology, among many other professional
bodies, hâve called for expanding hospice
use among people with late-stage cancer.
Still, cancer patients in the United States
today hâve little better than a fifty-fifty
chance of receiving hospice care during the
last month of their Uves. Within that national
average, the ükelihood of being referred for
hospice care varies widely from place to
place. For instance, in a November 2010
Dartmouth Atlas Project report, “Quality of
End-of-Hfe Cancer Care for Medicare
Beneficiarles,” people with incurable can
cers treated at New York’s Montefiore
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Medical Center in the Bronx or Westchester
Medical Center in Valhalla hâve just an 18.6
percent chance of receiving hospice care,
while someone with the same condition
treated at Monmouth Medical Center in
Long Branch, New Jersey, had a 73 percent
chance — a nearly fourfold différence in
cities that are a car ride apart.
The under-referral and nnderut ilizati on of
hospice care is a serious problem for people
dying of cáncer. Even in the highestreferring régions and medical centers, they
are referred to hospice very late in the
course of their illnesses and lives. When
Congress passed the Medicare Hospice
Benefit in 1982, the law anticipated that
people would, on average, receive six
months of hospice care before they died.
Lawmakers understood that some people
would receive hospice care for just a few
days and that some would appropriately
receive hospice care for substantially longer
than six months. They designed the hospice
benefit with provisions for mandatory ré
évaluation and recertification every three
months after the initial six months of
hospice service. Instead, year after year, the
national median length of hospice service
ranges from sixteen to twenty days, and
many dying people receive hospice care for
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fewer than three days. Intended as highquality end-of-life care, for many patients
hospice has become brink-of-death care.
Not surprisingly, in géographie régions and
cancer centers in which patients receive
fewer days of hospice care, they spend
relatively more time in hospitals and undergo more tests and treatments in the days
before death.
Michelle’s mother lived in the most medically expensive area in the country, a dubious distinction that has not changed appreciably in the years since Jeanne Gider
died. According to the Darimouth Atlas of
Health Care, in Miami, someone with a
chronic illness has a 30 percent chance of
spending time in an ICU at the end of life.
This is more than twice the likelihood of
dying in an ICU that someone who is living
with the same condition in Portland, Or
egon, would hâve.
The historical old saw, “Geography is
destiny,” turns out to hold true in modem
America.
Harvard surgeon and New Yorker maga
zine staff writer Atul Gawande set out to
get a sense of why the regional disparities
described in the Darimouth Atlas occurred.
He visited McAllen, Texas, which ranks
among the highest in per capita health care
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expenses in the country. Care during the
last year of life in McAllen, Texas, costs
Medicare on average double what it does
about eight hundred miles north in El Paso,
and two and a quarter times what it does in
Rochester, Minnesota.
Treatment in McAllen is not bad; by
several parameters, it is quite good. The
town is replete with medical and surgical
specialists and can deliver state-of-the-art
treatments for cancer and heart disease.
People receive a lot of care, more than in
most American cities. The local medical
culture holds that when there is something
you can do that might help a patient’s
condition, and will likely do no harm, why
not give it a try? McAllen’s doctors are not
overtly driven by a profit motive, but since
Medicare and insurance companies pay for
diagnostic tests and disease treatments,
there is no disincentive to doing more.
Many of the doctors and local health
System administrators that Dr. Gawande
talked with were surprised that their town’s
practices were so different than El Paso's.
They wondered if their patients were more
ill or the care they provided was just better.
The data show that neither is true. Much
more likely, a combination of the McAllen
community’s ready acceptance of high-

intensity treatments and the examples of lo
cal physician peers, doing more has come
to represent good medical practice there.
And like everywhere else, physicians who
move to McAllen soon adopt local patterns
of practice.
A factor more insidious than efficiency or
profit leads doctors to emphasize highintensity treatments over poignant conversa
tions and counseling, shared decisionmaking, care planning, and end-of-life care:
their aversion to talking about dying and
death. Any doctor who dreads talking to
patients about dying — and that describes a
large majority — quickly learns that ordering more tests and treatments allows him or
her to refocus on the disease and sidestep
in-depth discussions with patients and their
families about these morbid (or mortal) subjects.
Individually, doctors can be excused for
these problematic practices. The éducation
System has failed them and the health
Systems they work in are (with few
exceptions) dysfunctional. Collectively,
however, the medical profession has some
explaining to do to the American public. It
is high time that American doctors take a
hard look at the reasons we do what we do.
In addition to pointing out problems, the
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Dartmouth Atlas groupes body of research

identifies bright rays of hope.
Best-performing institutions and régions
offer examples to emulate, in the form of
praetical strategies and model programs we
can adopt or adapt to our local Systems.
High-functioning, lower-cost health care
Systems are not rare; we know exactly where
they are and can learn from them. They can
be found in Seattle, Washington; Sait Lake
City, Utah; Grand Junction, Colorado; Danville, Pennsylvania; Temple, Texas; Durham,
North Carolina; Masón City, Iowa; and
Rochester, Minnesota. These Systems and
leading institutions do not skimp on services
or accept lower quality. Instead, they exemplify individualized, patient-centered care.
Their secret is no secret at ail. Each patientas
medical records are kept secure, but also
made reliably, readily accessible by doctors
involved in the person’s care. Emphasis is
placed on clear communication, proactive
planning, and coordinating care among doc
tors and other health care providers and
teams. More conversation and d oser
follow-up allows for less just-to-be-sure testing. It turns out that another way to be sure
is fo be In touch. More collaborative plan
ning and team-to-team communication
make for smoother transitions of care from

home to hospital to réhabilitation and nurs
ing facilities and back to home with home
health or hospice. Communication and
planning also resuit in fewer crises.
The Dartmouth Atlas group estimated that
Medicare could reduce hospital costs by 28
to 43 percent by adopting the patientcentered, proactive approaches of the most
efficient health Systems. When he was direc
tor of the Office of Management and Bud
get, Peter Orzag estimated that Medicare
could save nearly 30 percent of costs if our
nation’s health Systems operated like the
lowest-cost Systems.
Care at the end of life will remain expen
sive, first, because of the continuai advances
in lifesaving technologies and, second,
because people are sickest before they die.
Yet with ongoing communication and itéra
tive, proactive decision-making and plan
ning as a person’s condition and treatment
priorities change, care will less often be
astronomically expensive. One multicenter
study of eight acute-care hospitals with
mature Palliative Care Services compared
patients served by palliative care to matched
Controls. Among patients who received pal
liative care, costs were $279 less per day
and $1,696 less per admission for those who
were discharged from the hospital and $374
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less per day and $4,908 less per admission
for those who died. A similar study of
patients in New York State whose hospital
bilis were paid by Medicaid found that,
among patients receiving palliative care,
costs were $4,098 less per admission for
those discharged alive and $7,563 less for
patients who died during the admission
than for comparable Controls.
These savings occurred in absence of any
requirement to forgo treatments or any
financial cap on the amount of treatments a
patient could receive. In fact, the cost sav
ings were not even intentional, Instead, the
lower costs were merely a by-product of pal
liative care: the resuit of assiduously matching people’s values and preferences to
achievable health goals and making those
goals the focus of individualized plans of
care.
I hâve known many patients with advanced, incurable conditions who, prior to
meeting me or our palliative care team, had
assumed that the only choice they had was
either accepting every treatment possible or
accepting the worst thing possible: death.
Before our team became involved, they were
never asked whether, in addition to wanting
to live as long and as well as possible, they
eventually wanted to die gently. Until we
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met them, they had never been asked where
they wanted to be during their last days of
life. So, as they became sicker they wrent to
the hospital — and continued to say yes to
whatever life-extending treatments were offered.
Although continued innovation is welcome, we no longer hâve to invent ways to
achieve reliable, safe, effective, and efficient
care for people through the end of life.
Workable and highly affordable strategies
for making dramatic, necessary improvements to our nation’s health care System
exist. We merely hâve to bring them to scale.
But transforming America’s broken health
care Systems will take political will and
cultural leadership. For the magnitude of
change that is needed to occur, social activ
ista is necessary.
Activism related to eider care and end-oflife care evokes images of silver-haired
citizens wearing AARP or Gray Panther
T-shirts, demonstrating on the steps of a
courthouse, State house, or the Capitol,
holding pickets and shouting slogans. And
to an extern, political démonstrations and
public events of that sort are needed.
Indeed, it is a wonder that the sorry State
of dying in America has not sparked a
citizen-consumer uproar. Remember How
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ard Beale, the evening news anchor in the
movie Network, who exhorted viewers to
open their Windows and scream, eTm mad
as hell and Fm not going to take it anymorel”? Throughout the city, people threw
open their Windows and declared their défi
ance.
In the real world, too, people hâve often
pushed back when they were not getting the
care they deserved and organized politically
active social movements.
In the 1970s hemodialysis for kidney
failure was limited and “God Squad” committees in hospitals decided whîch patients
would receive this life-prolonging treatment.
Outcries from people with kidney disease
and their families stirred Congress to adopt
a spécial Medicare benefit for dialysis care.
When people were dying of AIDS by the
thousands, it was citizen activism and voter
pressure that drove funding for HIV research, The Ryan White Comprehensive
AIDS Resources Emergency (CARE) Act
saved millions from dying of HIV-AIDS in
the United States, When HMOs and insurance companies were forcing mothers and
their newborn infants to leave hospitals
within twenty-four hours after giving birth,
a combination o f consumer and citizen
activism swiftly pushed passage of laws and

changes in régulations that made “drive-by
deliveries” history.
Why not in this situation? Dying is the
most universal and arguably most difficult
of life events. Pretty much by définition, dy
ing people are as sick as they hâve ever
been. They feel vulnerable — they are
vulnerable — and many worry about being
a burden. Their families are dealing with
the strain of caregiving and the pain of losing a loved one who is not yet gone. Given
the widespread nature of the deficiencies in
care and social support — exemplified by
people in pain, rampant rates of medical
bankruptcy, nursing homes with too few
nurses and aides to take basic care of people
— and the toll these rents in the social
fabric takes on sick people and their fami
lies, one wonders where the public outcry
has been. What would it take to evoke a
Howard Beale moment?
Of course, dying is different from birthing, It is different from “merely” needing
dialysis, or even living with AIDS. For one
thing, there is no community of dying
people. Dying people die, and caregivers
disperse, leaving no base for social or political action. Being mortal is too broad a
category to generate a spécial interest group.
There is no membership organization for
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dying people. (Can you imagine the ads for
such a group?)
In addition to feeling too weak, tired, and
generally unwell to advócate loudly for
themselves, in my expérience it is common
for dying people to feel vaguely embarrassed
about their condition. It is another effect of
our death-defying culture. Doctors refer to
dying patients as having “failed” medical
treatment. (It always seemed to me that it
was the treatments that failed the patients!)
People come to believe they brought their
disease upon themselves by smoking or
drinking, or having sex with the wrong
people, living in the wrong place, or simply
by being too stressed. Similarly, family caregivers — in addition to being too emotionally and physically exhausted to advócate
on behalf of their dying relatives and friends
— may also feel vaguely insecure and
wonder if they are doing ail they can or
should for the person who is ill. And families
do not want to anger the doctors and
nurses, or make waves with hospitals and
insurance companies they rely on.
Of course, the majority of Americans who
are not seriously ill — or currently caring
for a frail family member — don’t want to
think about it, Eventually, when things get
bad enough and people get angry enough,
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we will get over our résistance and get on
with fixing the problems. Improving the way
we die is, after ail, in everyone’s self-interest.
History strongly suggests that a combina
tion of citizen and consumer activism will
be required to achieve large-scale changes
in care Systems and patterns of behavior.
The collective citizen and consumer efforts
to reduce deaths from motor vehicle ac
cidents offer some precedence. Citizens and
consumers came together to demand safer
cars (air bags and crash safety standards)
and safer drivers (Mothers Against Drunk
Drivers, stiff DUI [driving under the influ
ence] penalties, Friends Don’t Let Friends
Drive Drunk, Designated Driver programs),
The sciences — epidemiology, surgery,
préventive medicine, and public health —
called attention to the problem and contributed to solutions. But it was the social
movement, people working in concert and
taking action in political arenas and the
marketplace, that drove dramatic changes,
Voting with one’s dollars is a common and
(usually) uncontentious form of activism.
Customers directly reward businesses,
including hospitals, group practices, clinics,
home health agencies, and hospices, that
provide high-quality services. In recent years
CMS (the Centers for Medicare and Med401

icaid Ser vices) j the federal agency that runs
Medicare, has published (on the medicare
.gov website) report cards with quality ratings of hospitals, nursing homes, and home
health agencies. The U.S. Department of
Vétérans Affairs5 Vétérans Administration
transparently publishes health outcomes
achieved by VA medical centers (at
HospitalCompare.va.gov) with regard to
blood pressure control, diabetes care, heart
disease, serious infections, and deaths.
Quality data is the fundamental ingrédient
of consumer activism and a powerful lever
for bringing about change. (Data geeks are
the unsung heroes of modem social
change.)
The more people know about how hospi
tals, nursing homes, and home health and
hospice services perform, the better able we
are to vote at the ballot box and in the
marketplace. Information about patientcentered aspects of care, such as how well
clinical staff listen and communicate and
how effectively they manage pain, can drive
people to choose one facility or agency over
another. Already several websites, like
HealthGrades.com, post quality measures
about doctors by région and specialty.
HealthGrades.com compiles ratings that
inelude how well the doctor listens, how
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much time he or she spends with patients,
and the level of trust the doctor engenders.
Doctors can also be compared by surgical
outcomes and rates of infections or other
complications, as well as by their patients5
satisfaction with pain treatment and com
munication. Such information will be increasingly available. Having health care
Systems and doctors compete for business
on the basis of quality can accelerate needed
changes.
Professionals and consumer coalitions can
support effective social movements and
citizen-consumer advocacy by teaching
people what they can expect and how to get
it.
The Patient’s Bill of Rights and the Ameri
can Hospital Association^ brochure “The
Patient Care Partnership” list basic expecta
tions people can hâve of hospitals and
health Systems. We hâve a right to expect
that hospitals will be clean and safe places
and that the care hospitals give will be high
quality. We hâve a right to a choice o f
competent providers. We must be given access to emergency services and be treated
fairly and with respect. We must hâve op
portunités to take part in medical decisions
and can expect that our personal informa
tion will be kept private. We are within our
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rights to expect help when we are discharged
from the hospital. And, when needed, we
deserve assistance with making sense of
medical bilis and with arranging reasonable
payment plans.
Correspondingly, as patients, we hâve
basic responsibilities. It is our responsibility
to be honest and forthcoming with our
physicians and other providers. We must
particípate in decisions about our care — or
designate someone we trust to particípate
for us — and adhéré to treatment plans. We
are responsible for letting our doctors know
when our condition worsens or if we are
unable to follow through on treatments.
That includes letting our physicians know if
we are, or become, unable to pay for médi
cations they prescribe. Finally, we are
responsible for making good-faith efforts to
pay health care bilis and working with
providers when we cannot pay in fiill.
I hâve my own list of reasonable expecta
tions that patients who are seriously ill
deserve to hâve fulfilled.
To hâve one’s pain and other physicai
symptoms reguiarly assessed and competently treated.
To hâve adéquate information about one’s
condition and treatments, in clear and
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simple terms.
To hâve care œordinated between visits and
among physicians and health programs
involved in one’s care.
To hâve crises prevented when possible and
hâve clear plans for managing emergencies in place.
To hâve enough nurses and aides on staff
in hospitals and nursing homes to provide
safe and high-quality care,
To hâve one’s famiiy supported in giving
care, in their own strain, and, eventually
in their grief.

Choosing a well-regarded physician and
highly rated hospital or health care agency
is important, but not sufficient. People hâve
to take responsibility for speaking up for
themselves and the people they love. The
Patient’s Bill of Rights and my list of
reasonable expectations are intended to
help.
I often suggest to people that they can
consider their relationship with their physi
cian as a partnership. Within this partnership they can responsibly advócate for
themselves or their loved one. I advise
people to keep a running list of questions
for their doctors and to keep logs or journals
of times that symptoms occur, what they
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were doing just before the symptoms occurred, as well as what, if anything, they did
to alleviate the symptoms, including any
medicines they took and how effective the
medicines were.
In managing pain, I teach patients a
0-to-10 scale so they can rate and record
pain at different times of day, with various
activities, and in response to médications
and other treatments. And I review with
people common descriptors of different
types of pain — dull, achy, sharp, stabbing,
cramping, tearing or burning, shooting,
tingling, and pins and needles — that
provide information to doc tors about pos
sible causes and spécifie treatments.
Similarly, for people with congestive heart
failure, measuring and monitoring daily
weight and amount of ankle swelling is
invaluable in adjusting diuretic doses,
improving their breathing, and exercise
tolérance, as well as in preventing attacks of
pulmonary edema and avoiding urgent
emergency department visits and hospitalizations.
During a question-and-answer period at
an evening public éducation forum on endof-life care in the Midwest in which the
subjects of parent care and effective advocacy were raised, a woman in her mid- to
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late fifties made a comment.
“Dr. Byock, my mother is eighty-three
years old and basically crippled with arthritis and spinal stenosis. I live with her and
am her main caregiver. She lives with pain,
though we control it pretty well. She is
mentally bright but has difficulties with her
hearing and eyesight. I go with her to see
her doctors, These days, the doctor she sees
most is a hematologist because she has a
condition that keeps her blood counts low.
Mom likes him, but he is almost always
rushed and seems distracted. Often before
we hâve a chance to ask our questions, he is
gone. What should we do?”
I recited my advocacy mantra: Be informed, prepared, polite, and persistent.
I suggested that it might be good to know
the ñames of the people in the front office,
as well as the nurses in her mother’s doctor’s
office. Seing person-centered works in both
directions.
“You are already informed and can come
to each appointment with a log of your
mother’s symptoms, a current list of ail the
médications she is taking, along with whatever other pertinent information you want
him to know. When her doctor comes in the
exam or consultation room, let him know
that you hâve a list of questions in hand
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that you would like him to discuss,
“On the other end of the visit, before leaving his office, at a bare minimum, you need
to understand any changes that the doctor
wants you and your mother to make in her
médications and treatments. You should
know when, where, and with whom you are
to follow up. And you must know what you
and your mother should do if she develops
an urgent problem.”
I paused and she sat down, seemingly
satisfied with my answer. But I hadn’t
finished and felt it was important to be
explicit. “If the doctor is rushed and leaves
the exam room before answering these basic
questions, stay put.They need the room and
someone will come back to speak with you.
If someone in the office gets annoyed, you
needn’t raise your voice. If you wish, you
hâve my permission to blâme me. Tell them
Dr. Byock said it would be unsafe to leave
the office before clearly understanding these
basic parts of the doctor’s plan for your
mother’s care,”
A few minutes later another middle-aged
woman at the forum raised her hand and in
a quivering voice described a wrenching
situation.
“My father is eighty-six and just had a
stroke. He can’t move hi$ left side. He’s

been in a nursing home for about a week.
Last night when I visited, he was agitated
and lying in his own urine, He said he had
been pushing the button but nobody came.
My father is a proud man. I am at my wit’s
end and don’t know what to do,”
I gave her the same advice I had given Mi
chelle the morning she called my cell phone
in crisis. I said, “Unless and until you can
be confident that your father will get the at
tention he deserves, don’t leave him alone.
Gentle and caring people work in nursing
homes, but very often there are not enough
of them. Hopefuily, the delay in responding
to your father’s buzzer was a onetime
problem and has already been corrected.
But if not, you and your family are within
your rights both to demand better care and
to personally supplément basic care the
nursing home does not provide,”
I continued. “My recommendations are
similar to those I offered the person whose
mother’s hematologist is always rushed: Be
polite, pleasant, and persistent. Introduce
yourself and learn the ñames of the staff.
Befriend them if possible. Tell them about
your father — what name he likes to be
called, what he did for work, what he loves
most in life — and bring in pictures of your
father in his prime. Let them know you ap-
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precíate their care, and thank them for
things they do to engage and pamper your
father. At the same time, if they cannot meet
his basic needs, stay put. Even if push comes
to shove, politely hold your ground. His
needs are more important than their feelings.”
Collectively, as voters and agents of accountability, citizens have vital roles to play
in realizing transformative changes in
America’s health care System. Carefully
revised laws, régulations, and public policies
could accomplish some important things. A
change in federal law could finally dissolve
Medicare and Medicaid’s arbitrary requirement that people give up treatments for
their disease in order to receive hospice
care. (Medícaid has already dropped the
requirement for children.) New laws and
régulations could ensure that stafñng levels
for nurses and aides in hospitals, nursing
homes, and assisted living facilities rise to
safe levels, in accordance with existing
recommendations. Public policies could address the persistent, serious deficiencies of
medical éducation that the Institute of
Medicine and other professional bodies
have cited, so that we do not gradúate
another génération of physicians who lack
basic palliative care knowledge and skills.
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People through the ages have held common fundamental wishes: to live as long and
as well as possible, and, eventually, to die
gently. To fulfill these wishes in the third
millennium, people deserve skillful help in
weighing their options and making sound
medical treatment decisions. We must train
doctors in the ethics and science of decisionmaking and the art of discernment. If we
have to march, demónstrate, litígate, and
legislate to demand that doctors are compe
tent in caring for people through the end of
life, so be it.
In health care today, the only constant is
change. I can think of a number of treat
ments that in recent memory represented
the experimental fringe of care but now
warrant serious considération by people
with late-stage, life-limiting disease. A
decade ago, it would have been surprising
for a person with far advanced leukemia or
liver failure or heart failure to be evaluated
and “listed” for a stem cell transplant, a liver
transplant, or a heart transplant. No longer.
Today, people commonly ask about these
procedures and tell stories of patients they
have known, read about, or seen in the news
who have gone through these or other
extraordinary treatments and done well.
Examples are easy to ñnd. After having a
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left ventricular assist device, or LVAD,
implanted — what some patients hâve calJed
their “artificial heart” — former vice presi
dent Dick Cheney returned to the political
fray on cable news and the lecture circuit.
David Crosby of Crosby, Stills and Nash,
had a liver transplant in 1995 and has
thrived and continued performing for years.
After his liver transplant in April 2009,
visionary Apple CEO Steve Jobs lived two
and a half years, during which he developed
the iPad and advanced models of the
iPhone.
We can expect future advances in medi
cine to keep coming at an ever faster pace.
Treatment decisions are going to get harder
as the array of treatments for failing hearts,
livers, kidneys, and lungs expands beyond
our current imagination. Some things won’t
change. People are going to grasp for treat
ments to keep from dying. Doctors are go
ing to offer dying patients treatments to stay
alive, even if for only a little bit longer.
And so, the problems will become ever
more complex.
Experts in Systems and cultural change
and strategie planning consultants often
quote Dwight D. Eisenhower who said, “If
a problem cannot be solved, enlarge it.” By
shifting perspective and looking at a previ412

ously intractable problem within a new
context, sometimes solutions become clear.
That is what is needed here. If we see only
medical problems, we will only bring medi
cal solutions. As long as we define our social
responsibility as the need for higher-quality
and more efficient health Systems, doctors,
and medical care at the end of life, the
complexity and cost of the challenge will
doom us to fail.
However, if we see the problem within a
larger social framework — helping people
to live in safety and as well as possible as
they age, care for one another, and face the
natural end of their lives — we will discover
approaches that are refreshingly intuitive
and many more resources than we had
previously imagined were available. Then,
just possibly, we can fulfill our social responsibilities and meet our loftier goals.
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dying — family and community comprise

9.
I magining a
C are-F ull S ociety
In the quest to provide the best care pos
sible for people who are elderly and frail, or
chronically ill at any age, it is essential for
Americans to fix our national and local
health care Systems. But doing so will not
be enough. Within this sobering realization
lie reasons for hope — by expanding the
problem beyond health care, potential solu
tions finally come into view.
The tendency to professionalize basic care
and social support is well intended, but
insidious. It makes care for people who are
old, ill, dying, and grieving much more
complicated and expensive than it needs to
be. That’s not the worst of it. The medicalization of aging, dying, and grief ignores the
innate, healthy human drive to care for one
another. It erodes core cultural roles and
suppresses latent caregiving skills that reside
within families and communities. Even in a
personas dying — especially in a parson’s
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the proper context for a personas life.
Before I suggest how things can get a great
deal better, allow me to relate one last hard
story that illustrâtes how needlessly convoluted, complex, and costly care for someone
in the waning phase of life can become in
America today.
Late one afternoon, we were asked by the
cardiology service to consult on Denis St.
Pierre, an eighty-three-year-old widower
and retired butcher who was hospitalized
after a fall caused by low blood pressure,
kidney failure, and worsening heart failure
due to a calcified aortic valve in his heart.
Mr. St. Pierre was a soft-spoken man with
sparse white wisps of hair on his head and
feet that protruded eight inches beyond the
end of his hospital bed. I imagined him in
his prime, as upstanding, tall, and strong as
an oak. Now, as he leaned on a walker to
stand, he seemed like a weather-bent willow.
Mr. St. Pierre told me, “Eve been going
downhill for months” in describing the
steady decline in his ability to care for
himself. He liked his doctors but said that
the help he needed at home was hard to
corne by.
Whenever Mr. St. Pierre developed an
acute medical problem, the health care
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System kicked into high gear. Three times in
as many months he had been brought by
ambulance to the local emergency department and then transferred to our hospital
with chest pain, or a fever and sndden
confusion, and, most recently, a serious fall.
The fall (along with a deep forehead lacéra
tion that was sutured at the local hospitaPs
emergency department) resulted from an
épisode of syncope, a term for suddenly losing consciousness and collapsing. Each time
an acute medical problem occurred, cost
was no obstacle. Medicare paid for the
ambulance trips, blood tests, EKGs, MRIs,
and his cardiac catheterization.
It would hâve paid for him to hâve heart
valve surgery if Mr. St. Pierre had not
respectfully refused the operation. When the
surgeon explained that replacing the damaged valve carried about a 5 percent risk of
a serious stroke and at least a 20 percent
risk of a minor, “subclinical” stroke, Mr. St.
Pierre said that he5d prefer to live — and
die — with the one he had.
For the past two years Medicare paid for
the kidney dialysis he received three times a
week at a small dialysis center twenty miles
from his northern New Hampshire town. It
was lifesaving treatment. In contrast, Medi
care would not pay for more basic “life sup
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port,” such as someone to help Mr. St.
Pierre to get up and dressed each day, to
bathe him a few times a week, or to prepare
his meals. These things were not health care,
and Medicare and insurance guidelines
make clear that only health care is covered.
Medicare also didn’t pay for several health
services that Mr. St. Pierre needed to
prevent crises. Under Medicare rules a
person must be strictly homebound to
receive home health services. Since Mr. St.
Pierre went to church most Sundays, the
senior center a few times a month, and his
barber once a month, he wasn’t officially
homebound and didn’t qualify to hâve a
home health nurse check his blood pressure
and help him keep his médications straight.
He didn't qualify for hospice care either.
Under Medicare rules his only terminal
diagnosis was kidney failure and it was
already paying for dialysis treatments for
that condition. So unless or until he decided
to give up life-sustaining dialysis — which
meant dying within the next five to twenty
days — he was on his own at home.
Laura Rollano, our teanrfs social worker,
met with Mr. St. Pierre and, with his per
mission, called his niece, Anna, who lived
nearly four hours away, in Connecticut,
Although she visited at least one weekend
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each month, her own job and responsibilities as a grandmother to a toddler of her
single daughter made it difñcult for her to
be there more often. Laura also called Mr.
St. Pierre’s minister, the director of the
senior cerner in his town, and a local visiting nurse service. She was able to finagle a
single évaluation visit from the local home
health agency to safety-check his home,
looking for fall hazards, and arranged for
handrails to be installed in his shower.
Stillj I was frustrated with the situation.
From a System s perspective, Denis St.
Pierre was clearly falling through the cracks
and we didn’t hâve a net to catch him.
When he was stable and ready for discharge, once again, like three clinical teams
before us during his previous hospitalizations, we sent Mr. St. Pierre home. On any
given day at home he was not sick enough
to warrant acute medical attention, nor was
he well enough to live safely on his own.
Despite our best intentions, it felt like we
— not just our team, his doctors, or our
hospital, but society — were effectively îeaving Mr. St. Pierre to fend for himself, ensuring that he would agaîn lurch from one
costly emergency to the next. It felt wrong
and nonsensicai. Plenty of money was being
devoted to his care, but too much was spent
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reactively and in the wrong places.
Denis St. Pierre’s story is not merely an
example of what is wrong but, more valuably, an example of how readily secondary
prévention could improve quality of care
and life for frail, chronically ill people, while
decreasing health care costs. Secondary
prévention refers to preventing complica
tions of illness and averting crises for people
in fragile health. Simple things would hâve
made a world of différence for Mr. St.
Pierre. If he had a primary care physician
— or medical home — he could hâve received ail his medical treatments Consoli
dated under one roof. This would hâve
helped Mr. St. Pierre with his médications
and uncovered some of the daily problems
he was having at home. A weekly visit by a
home health nurse would hâve helped, too.
Discovering that his blood pressure was low
and that he had been getting light-headed
whenever he stood up quickly would hâve
prevented his fall, scalp lacération, and the
most recent trip to the local emergency
department, as well as the subséquent
transfer by ambulance to our referral medi
cal center. A local primary care doctor could
hâve ordered an echocardiogram and made
an appointment for him to see the cardiologist who comes to their town once a week.
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A conversation with the cardiologist or his
local primary care doctor — or a consulta
tion with the local palliative care physician
— would hâve established that Mr. St.
Pierre clearly did not want to undergo heart
valve surgery. Many thousands of dollars
would hâve been saved,
These attributes describe patient-centered
care, which is a much needed, laudable
focus within health care. Yet Mr. St. Pierre's
situation shows that even the best health
care is not enough. To provide the best pos
sible care and support for people during the
waning phases of life — effectively and affordably — we need to be persan- and
/am//y-centered.
Strategie planners and consultants in busi
ness, government, and health care challenge
their clients to “think outside the box.” In
this case, two boxes need to be dismantled.
First, we musí escape our fixation with
diseases and health care rather than people3s
well-being. Second, we must get beyond
seeing people solely as individuáis (a.k.a.
patients) and begin seeing people as indi
viduáis within families and communities.
Like Mr. St. Pierre, who was widowed,
approximately half of ail men and threequarters of women over the age of seventyfive live alone. Yet, also like Mr. St. Pierre,

most elderly individuáis who live alone hâve
relatives and good friends who care about
them and can help in a variety of ways, Mr.
St. Pierre’s niece drove four hours at least
once a month, and spent a night on his
couch, to visft and help care for him. He
had a minister and a congrégation who were
concerned about his well-being and were
trying their best to help,
Until our team got involved, after a number of avoidable crises, there was no coordinated plan for taking care of Mr. St. Pierre
as a person, outside of the realm of a
patient. There was no locus for such plan
ning, and even if such a plan were developed, there was no repository to hold and
make it available when needed. His niece,
minister, and senior center staff were each
doing the best they could, and each had
some insights about his needs and ideas for
supporting Mr. St. Pierre in living independently, Yet they were not in contact with
one another, nor were any of them in touch
with his doctors. For many months his life
was harder than it needed to be. A little
person-centered coordination and planning
would hâve gone a long way.
Caregiving is fundamental to human life.
It can be considered a species-specific
characteristic, Anthropologist Margaret
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Mead was once asked what she considered
the earliest evidence of civilization. She
answered that it was a human thigh bone
with a healed fracture that had been excavated from a fifteen-thousand-year-old site.
For an early human being to have sur vived
a broken fémur, living through the months
that were required for the bone to heal, the
per son had to have been cared for — sheltered, protected, brought food and drink.
While other animais care for their young
and injured, no other species is able to
devote as much time and energy to caring
for the most frail, ill, and dying of its members.
Today, over 61 million Americans are
engaged in the timeless role of caring for an
ill or disabled young or oíd relative. An
estimated 42 million people in this country
spend an average of over eighteen hours
each week — fifty to one hundred hours is
not rare — helping a relative dress, bathe,
cook meáis, dispense médications, use the
toilet, change dressings, manage ostomies,
apply creams, and on and on. About a
quarter of baby boom génération adults,
who are aging themselves, are actively
providing physical care or financial support
for a frail parent. Caregiving often stretches
over many months and years of declining
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health and progressive disability.
The économie value of famiíy caregiving
has been estimated at 450 billion dollars a
year, which well exceeds the total of State
and federal Medicaid costs of medical care
and long-term residential care combined.
Traditionally, this type of informal, unpaid
caregiving has been “women’s work,” del
ega ted almost reflexively to wives or daughters. Since the 1990s, as more and more
boomers have engaged in parent care, this
pattern has begun to change. Currently,
husbands and sons are shouldering about a
third of caregiving responsibilities.
Caregiving in modem times extracts a toll
that may rival the strain prehistoric caregivers must have endured.
Caring for someone who is physically or
cognitively frail is physically and emotionally exhausting. Caregivers often feel isolated and are at high risk for dépréssion,
anxiety, and physical illness. This is particularly true when caregivers are elderíy
spouses who can fall, hurt their backs, or
suffer heart attacks or fiares of heart faiíure.
As caregivers’ quality of life falters, their
own health care costs soar and their risk of
dying prematurely increases. Stress among
caregivers is ubiquitous. Indeed, for mil
lions of adult children and spouses, care423

giving has become a chronic condition in
itself. In a four-year surveillance study of
caregivers, those who reported the highest
levels of emotional and physical stress had a
63 percent higher risk of dying than those
who did not.
Secondary prévention therefore rightly
extends to preventing crises and stressrelated illnesses among caregivers.
Denis St. Pierre’s care would hâve been
easier if his wife had not died suddenly three
years earlier. Mrs. St. Pierre had been an
excellent cook and doted on her husband.
However, she had long-standing diabetes
and coronary artery disease, as well as crippling arthritis. This points out another
aspect of secondary prévention.
Elderly spouses often take good care of
each other and readily detect worrisome
changes in each other’s well-being, which
often helps prevent problems from becoming crises. With sufficient social and professional support for both individuáis, cohabitating couples surely represent the most
common and efficient model of home-based
eider care. However, without adéquate sup
port, the stress and strain of caring can
resuit in two people (both Medicare
enrollees) being at risk of acute health
problems and costly hospitalizations. It is a

common situation. When one or the other
member of a frail couple teeters or falls,
both suffer the impact. A family-centered
plan would include a way of monitoring
both individuáis5 well-being or distress and
contingency plans for intervening and shoring up support when either one teetered,
hopefully before a proverbial (or actual) fall.
Because people are inextricably interconnected, when either the “patient” or the
person giving care is distressed, the other
suffers. Thankfully, the converse is also true:
when either the patient or caregiver is wellsupported and feels confident, the other
benefiîs as well.
Caregiving will never be easy; however,
simple modes of support can go a long way
toward easing the stress and strain family
caregivers expérience. A good working
relationship with the doctor and health care
team of the person being cared for is probably the single most important thing that
caregivers need. When caring for an ill rela
tive or close friend, confidence is a powerful
antidote to stress. Not knowing what to
expect, what to do, or who to cali if an
emergency occurs contributes to chronic
anxiety and dépréssion among caregivers.
In contrast, when caregivers feel prepared,
when they know what to do and what to
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expect, anxiety diminishes. Good com
munication with professionals is reliably associated with lower levels of strain. So are
coordination and continuity of care.
Some caregivers derive value from sup
port groups of people who are dealing with
similar practical and personal challenges. At
our medical center, phone-based peer sup
port groups are becoming popular as dis
tance and the ongoing demands of caregiving make it difficult to attend meetings.
A profusion of Internet-based groups and
blogs hâve emerged as sources of informa
tion, fellowship, and support for caregivers.
Although not as personal as a meeting over
refreshments or even by phone, Internetbased groups offer people of diverse faiths
and ethnie backgrounds a place to connect
with others with similar cultural values and
worldviews.
Opportunities abound to improve caregiver support and save money. Individual
phone-based counseling with a nurse or
social worker can support family members
in problem-solving and coping with their
own emotional stress without caregivers
having to leave home. And without overmedicalizing the lives of the people they
serve, clinicians and other helping profes
sionals can help elders stay in their homes,
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safely and securely. Home health nurses
especially are often a godsend for chronically ill patients and their caregivers. There
are not nearly enough of themî Medicare
has made it increasingly difficult for patients
to qualify for home health services. In
contrast, several forward-thinking insurance
plans and health Systems employ skilled
nurses to proactively assess and manage
people’s chronic health problems in their
home. The nurses check vital signs and
weight and review patient-caregiver logs of
meals, médications, and blood sugars. They
explain complicated médication regimens,
often catch médication errors before they
occur, and prevent crises that cause suffering and resuit in costly hospitalizations.
Health Systems that most actively utilize
home services tend to be ones that are paid
to take care of ail their members5 medical
needs, rather than billing and being reimbursed piecemeal. Examples indude
staff-model health maintenance organizations, like Kaiser Permanente, and the
Vétérans Adm inistration^ Home Based
Primary Care programs. These Systems can
readily afford to be forward thinking because they already hâve a financial stake in
their enrolled members5 care. Although
these health plans are still confined to
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delivering bona fide health services, their
constraints are fewer than fee-for-service
insurance, Medicare, or Medicaid. Doing
the right things to improve members5 health
and prevent crises makes obvious ñnancial
sense.
In somc communities and health Systems,
nurses and social workers serve as case
managers or health care advocates. In the
past two decades, case managers hâve
developed into a distinct profession. Profes sional case managers can be based in prívate
practices, in health Insurance companies
and health maintenance organisations, or in
social service agencies. Their roles vary but
typically include helping people navigate
confusing mazes of health care and social
service Systems. They often identify impor
tant unmet needs that can resuit in physical
(e.g., medical) problems and preventable
calamities. The best case managers advócate
for their clients, facilitating access to health
and social services, coordinating care, and
making sure that pertinent information is
reliably communicated to the doctors, other
helping professionals, and service agencies
who are involved in the person’s care.
Because people are interconnected, the
best care for seriously ill patients is also the
best care for their caregiving husbands and
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wives. Hospice is acknowledged to represent
optimal care for dying patients, improving
their quality of life, and, for some, helping
them live longer. It turns out that hospice
may hâve similar benefits for caregiving
spouses. In analyzing years of Medicare data
on husband-wife pairs, Dr. Nicholas
Christakis and associâtes found that even a
small “dose” of hospice care — a few days
of care before death — was associated with
a decrease in caregivers5 risks of dépréssion
after their spouse’s deaths. More surprising,
they also found that being a patient served
by a hospice program for even a few days
before death decreased the risk of a widow
or widower dying prematurely. Very likely
hospice care allows spousal caregivers to
feel better prepared for their loved one’s
care and dying.
Caregiving is an inherently difficult part
of life, but it is not only a burden. Remarkably, in public surveys and interviews with
caregivers, despite the strain, people also
commonly report gaining personal value
from caring for someone they love. Since an
inhérent drive to provide care seems to be
embedded in our genetic code, it should
not be surprising that caregiving can also be
deeply satisfying.
In his disturbingly insightful, yet hopeful,
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book The Careiess Society: Community and
fts Counterfeits, sociologist John McKnight
pointedly made the case thar progressive
professionalization of normal life caused an
érosion of natural, vital community responses to people who are ill, impoverished,
or otherwise in need. In McKnight’s view,
doctors, psychologists, bureaucrats, and
counselors are called on ail too often to
manage problems — through fee-based or
tax-supported services — that people hâve
been dealing with in families and communities for millennia.
Society’s intentions hâve been good, but
the outcomes hâve left much to be desired.
Here’s one example: Assisted living and
skilled nursing facilities are inspected to
ensure they meet standards, including that
the staff are properly certified. Ail good.
However, the emphasis on safety and privacy leads many residents of long-term care
facilities to say they feel isolated. Their visitors hâve to be “buzzed in.” They don’t
know their mail carrier because she leaves
their mail at the front desk, Salesmen do
not bother them, but Girl Scouts do not
knock on the door to sell cookies, nor do
trick-or-treaters at Halloween. Natural
interactions with neighbors or family members of other residents are polite but super-

ficial out of mutual respect for people’s
privacy.
Something is amiss when out of concerns
about legal liability, volunteers at a senior
center or church are told they can no longer
give elders a ride in their car to an outing,
the supermarket, or a doctor’s appointment,
barber, or beauty parlor. When a town’s
paid (certified and insured) transportation
service is chronically understaffed, late, and
unreliable, it is no mystery that frail elders
are more likely to stay home and feel shut
in and out of touch with their community.
Our society and culture’s approach to illness, caregiving, and the end of life needs
to be enlarged, old assumptions challenged,
and the threads of community and professional services interwoven, We hâve to stop
seeing illness — including terminal illness
— and caregiving only as problems, and
recognize them as inevitable and integral
parts of a long and full life. When we do,
new doors will open and more resources
become visible than usually meet the eye.
A decade of gerontology research confirms
what most of us instinctively knew: social
connections are often as important as medi
cal treatment in preventing physical, mental,
and functional decline. Mental and physical
exercise, gardening, and pets delay the
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progression of memory loss among many
older adults and work as well as drugs in alleviating dépréssion. Programs that pair frail
elders with schoolchildren hâve been shown
to enrich the lives of young and old.
Unpaid community volunteers are priceless resources to support frail individuáis
and their families, but priceless is not the
same as free. To succeed, volunteer pro
grams require infrastructure and usually
paid staff. The returns on investments are
high.
Years ago, I learned about a program in
Wilbur, Nebraska, called Telecare, which
began out of concerns over the high rate of
dépréssion among rural elders who lived
alone. Telecare paired schoolchildren with
older adults living alone, Each morning the
kids made a brief phone cali to check on
their older friend, The program succeeded
in enriching the lives at both ends of the
phone. Although it was remarkably effec
tive, unfortunately the program succumbed
to budget cuts in the Great Recession. Yet
the idea is simple to adopt and adapt. In
fact, a number of RUOK programs around
the country regularly check in on elders to
make sure they can get to a phone. RUOK
comes from “Are You OK?” In the process,
relationships form between people at both

ends of the phone line. It’s as simple as that,
but these brief, regular interactions let
people who live alone know that they matter to others.
Some programs hâve thought outside the
usual boxes and placed child day care facilities within eldercare residential facilities in
which their parents work or their grandparents reside. In hundreds of hospitals
across the country, foster grandparents
devote time holding and rocking prématuré
infants or newborns who are withdrawing
from narcotics, methamphetamines, or
crack cocaïne that their mothers used during their pregnancy. Others spend time
gently mentoring young children with spé
cial needs. It is not always clear who benefits
more, the youngsters or oldsters.
In a few dozen communities scattered
across the country, programs called Triad
hâve teamed law enforcement agencies with
aging services, eider advocates, and volun
teer service groups, including youth groups
such as the Key Club, The purpose of Triad
is to protect elders, particularly those who
live alone, from crimes and other dangers.
So Triad teams perform home security and
safety inspections and basic safety improvements. They enroll people in Neighborhood
Watch programs and sponsor “adopt-a-
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senior” visits for shut-in elders and conduct
safe grocery shopping trips in high-crime
areas. Some Triad programs train seniors to
handle téléphoné solicitations and door-todoor salesmen, and provide refrigerator
magnet File of Life cards with critical
emergency medical information and con
tacts.
Eniightened collaborations and pilot
projects are not merely inspirational; they
also demónstrate what is possible. In so doing, they help answer the strategie planning
question, ccWhat would success look like?”
The challenge, nationally, lies in bringing
community programs of these sorts together
and sustainíng them over time. Still, it is
useful to imagine the fruits of a coordinated
effort among community-based and professional services.
In a care-full society, a frai! eider who lives
alone — let’s cali him “Pierre St. Denis” —
would receive person-centered care and
community support that would include reliable transportation from his home to the lo
cal senior center once a week.
There, each Thursday from 11:00 a.m. to
1:30 p.m, our hypothetical Pierre enjoys hot
lunches and listens to noontime présenta
tions about topics ranging from practical
tips for weatherizing his home and staying

warm wíthout raising heating bilis, to Inter
net and e-mail basics, to a panel discussion
on advance directives. In addition to the
useful information, Pierre enjoys seeing old
friends and making new ones among people
his age.
The Meals On Wheels delivery staff check
with him once a week to see if he had any
requests or problems with his daily meals;
in the process they make sure that his heat
is working and that he is able to get up and
around at home. A nurse from his congréga
tion visits tvvice a month and has taught him
to take and keep a running log of his own
blood pressure. She’s also taught him how
to read the labels on soup cans to find the
ones with lower sodium. Together theyVe
identified and removed throw rugs and piles
of newspapers and magazines from his floor
that were fall hazards. One local service club
installed handrails in his bathroom tub;
another regularly shovels his front walk after
it snows. Pierre St. Denis’s community may
seem utopian — nearly a mirror image of
Denis St. Pierre’s — but right now one or
more components of thîs vision are in place
in communities across America.
In terms of public health and public
finances, secondary prévention of this sort
is decidedly cost-effective. For a caring
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society, investments in social support and
basic health surveillance for frail elders pay
high rates of return through avoiding emergencies, hospitalizations, and preventable
complications.
This extent of checking in and checking
up on a person like Mr, St. Pierre may seem
excessive to some people, perhaps a trans
gression of people’s privacy or professional
boundaries. However, the level of personal
and communal interactions is typical of
many societies and cultures, including
American society in earlier times. Rather,
our current level of privacy is peculiar to
recent times and Western culture. Checking
up and checking in on one another are what
people in normal, caring communities do.
Too often the exaggerated emphasis on
privacy in today’s culture results in people
not visiting others, even though they feel an
urge to do so. I hear people say, “I didn’t
want to intrude,” when the visit or cali
would simply hâve been the natural thing to
do. Proper respect for people’s privacy does
not preclude a friend or neighbor calling or
stopping by to see how another person is
getting along. To State the obvious: It is
morally and legally okay to show genuine
concern for other people.
Just as society provides orphanages or

For people who are able to live independently and want to age in place, naturally
occurring retirement communities (or
NORCs) offer attractive alternatives to assisted living. NORCs are intentional com
munities, sometimes called villages, in
which neighbors come together to share
resources and help one another with basic
tasks, Building from the early example of
Boston’s Beacon Hill Village, members pay
dues, typically $350 to $1,000 annually, for
help with an array of household chores like
grocery shopping, shoveling snow, transpor
tation, and fixing things. Some services are
bartered or banked — one member helps
prepare a holiday meal for out-of-town
guests, while another helps fill out Medicare
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foster care for babies without parents or
relatives to care for them, so, too, our hu
man community must recognize our most
basic responsibility to care for people
through the end of life.
Examples of innovative community-based
programs and models for supported living
abound. Here are some of my favorites.
Each deserves to be developed on a far
larger scale.
Naturally Occurring Retirement
Communities

forms, and another does minor plumbing.
Well over one hundred such communities
exist and more are forming. NORCs are not
housing projects or government programs.
However, several local and State governments, most notably New York State, hâve
supported early development of similar selfhelp communities, Congress included provi
sions to encourage the formation of NORCs
in the 2006 Older Americans Act.
Program of Ail-Inclusive Gare for
the Elderly

the locale and population it serves, yet each
program amalgamates medical care with
highly individualized home health and
community-based services: home health
care, Meals On Wheels, physical therapy,
assisted living, readily accessible transporta
tion, senior center services, group activities,
and exercise groups, People love the sup
port and sense of community they derive
from PACE. So do their families.
Many PACE sites focus on people who
are medically impoverished and unable to
live independently at home. It is a proactive
approach, with heavy emphasis on individu
alized assessments and ongoing problem
prévention. PACE services are expensive.
However, the savíngs to Medicare and
Medicaid exceed the costs. This is particularly true since PACE not only prevenís
hospitalizations but PACE services are often
a person’s only alternative to long-term
nursing home care.

PACE; the aptly named Program of AilInclusive Care for the Elderly, melds medi
cal care with a caring environment that at
tends to frail elders' living arrangements;
their daily activities, social relations, and
overall quality of life. PACE started with
On Lok, a remarkable living and professional caregiving program in San Francisco
for supporting frail elders. The program
focused on the most vulnerable older adults,
those who are unable to care for themselves
and financially unable to hire the help they
need on a daily basis. People served by On
Lok thrived with the comprehensive, coordinated support and engagement in the community that the program provided.
Each PACE site is uniquely adapted to

The Eden Alternative was the brainchild of
Dr. Bill Thomas, a geriatrician who proudly
describes himself as “a nursing home abolitionist,” Dr. Thomas identified isolation,
loneliness, and boredom as factors that
make residents of many nursing homes feel
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Alternative Models of Long-term Care

that life is not worth living. In Eden nursing
homes and the six-to-ten-person Green
House résidences Thomas subsequently
developed and has promulgated, there are
plenty of paid staff to spend time with each
résident. Plants, pets, and children are a
natural part of life in these small communities. And everyone in an Eden or Green
House facility — from the residents to nurs
ing aides to the directors and administrators — has a voice in decisions that affect
communal life.
This is more than idealism. It is the sort
of strategie change that transforms an
institution into a community. By giving
residents, nursing aides, housekeepers, and
cooks a say in decisions, Dr. Thomas’s
models foster a sense of ownership among
everyone involved. Part of the return on
investment here comes in forms of creativity and energy. People willingly contribute
to things they own. If you are familiar with
traditional nursing homes, what strikes you
in walking into an Eden facility or Green
House is that the place is alive! There are
sounds: birds chirping or music playing with
people singing, and sometimes groups of
children laughing. Instead of medicinal
odors, you are likely to smell freshly baked
bread or cookies. Inevitably, not everyone in

these faeilities is having a good day every
day. People are there because they are ill,
senile, or otherwise frail. Still, as long-term
care faeilities go, the mood is remarkably
bright and, somehow, more natural.
Similar initiatives inelude Wellspring longterm care faeilities and the Pioneer Net
work. Importantly, these efforts concurrently strive to improve quality of care and
the quality of the workplace and work life
for the homes5 nurses, aides, and support
personnel. Expérience shows that they are
overwhelmingly well accepted by residents
and staff.
Despite higher levels of staffing, off setting savings make these approaches costeffective. Savings accrue through fewer
emergency hospitalizations and dramatically
lower turnover among employées, So far,
Eden Alternative, Green House, Wellspring,
and Pioneer Network faeilities are still
considered “alternative55 to the large majority of nursing homes, but they are gradually
taking root and blossoming here and there
across the country.
It would be easier to describe how to
deliver the best care if there were one model
or brand of Systems that worked. Instead,
happily, there are many.
Consider the hypothetical stories of three
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aging siblings: On Long Island a seventyfive-year-old man with diabetes, low vision,
and early Parkinson’s has bis care and social
services coordinated by a case manager
employed by the Jewish Family and Children’s Service, Across the country, his
seventy“One-year-old brother, who has heart
failure, atrial fibrillation, prostate cancer,
and a colostomy after successful colon
cancer surgery, receives care in his senior
housing apartment through a PAGE program in San Francisco. Their baby brother,
who is just sixty-nîne, has chronic lymphocytic leukemia, emphysema, and diabetes,
and sees a family physician who works
within a medical home that is part of Group
Health in Seattle.
These brothers are served by different
models of service delivery, but in each case
their care is coordinated, medically up-todate, and focused on their well-being, not
just their diagnoses.
As a nation and as States and local communities, we do need revised laws and
régulations and new investments in our
social infrastructure of care. But those
changes are merely instrumental. The bigger challenge we face is not regulatory or
statutory, but cultural. Caring well for
people through the end of life will require
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nothing less than a genuine social and
cultural transformation. Simply put, it is
time for our culture to grow the rest of the
way up.
Our challenge is to understand iîlness,
caregiving, death, and grief as inherently
difficult, often turbulent, but entirely normal
stages of life. Society, including medical and
other professionals, can assist in many ways,
but the need for help must not pathologize
or medicalize people’s expériences.
This is a lofty vision, but if our culture
could mature in this way, a range of social
and policy ramifications would naturally follow and we would find that solutions are
neither as complicated nor as costly as many
fear.
By connecting the dots among social
services, community services, health care,
and even basic civic services in authentically person-centered ways, we can achieve
real reform and substantial cost savings. By
expanding the problem, previously daunting, seemingly insolvable social responsibilities become approachable, affordable, and
life-affirming.
Examples of communities in the act of
caring can shine a light on the way forward,
Three stories from northern New England,
where I live and practice, represent for me
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ways that communities can grow and local
cultures mature.
English professor Philip Simmons wrote
about his life with ALS, also know as Lou
Gehrig's disease, in Learning to Fait. During
the last year of his life the NPR radio
program Aff Things Considered ran a series
of stories about how Simmons and his family were coping with his illness. When he
died in July 2002 at his home in Center
Sandwich, New Hampshire, NPR posted
this quote from Simmons on its website: “It
takes a village to care for me,” he said, referring to a group called FOPAK, short for
Friends of Phil and Kathryn, which had
supported them during his illness. “To see a
group like this working as well as it does,
and to see a community as healthy as this
one is, I would hope, would cause people to
reflect on the possibilities that are there in
their own communities. Because this can be
done. Community is possible. Relationship
is possible. Ifs up to us to create it.”
Reflecting a similar expérience, in December 2006, after my patient and friend Nancy
Nye died, her husband, Richard Schramm,
and daughter, Hope Nye Yeager, sent this
note of gratitude to the members of the
North Universalist Chapel Society inWoodstock, Vermont:

We and our families would like to thank
the community for ail its support for
Nancy Nye and us over the past two
years. We hâve felt cradled in the hands
of this community in a way that is virtually indescribable. This is our humble
effort to convey to you ail the many good
things that you hâve done for us. We’re
sure we hâve missed some but this will
give you a flavor of what Nancy and we
experienced. There are so many people
involved we will not mention any spécifie
ñames. This is a thank you to the entire
community.
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This community:
Created a quilt with 99 messages of
love and support
Provided soups, salads, casseroles,
desserts
Brought meals to us and us to meals
Wrote notes, cards, and e-mails, left
phone messages, sent flowers
Helped us with second opinions,
medical contacts, sorting out op
tions, spécial remedies
Put our gardens to bed, stacked our
firewood, cleaned our garage
Loaned us CDs and videos, medita-

tion tapes, books
Led us in yoga classes, took us on
walks
Had a méditation group with Nancy
at our house
Joined us at the doctor’s office and
infusion rooms
Visited at the perfect times
Offered childcare, cleaning, places to
escape to
Organized meals, visits, researched
ail kinds of things
Led a Star Island healing ceremony
Gave us a gift of Star Island souvenir
photos
Gave us toys and gifts for forrest, free
tickets to Billings Farm
Loaned us a juicer, body pillow, baby
monitor, toys
Came and sang to Nancy at home
Stood together here in silent respect
for Nancy at the beginning; cheered
together after her successful first
year; and hugged and cried together
with her when she neared the end
Were greeters, food servers, music
providers, flower organizers, video
recorders, and speakers at the me
morial service
Came to that service to grieve and to
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celébrate Nancy5s life with us
For ail these things and more, our
family will be forever grateful. This
is truly a caring community.
Hervey Durocher had retired in his late
fifties from a successful career in accounting to follow his love of farmíng. He was
sixty-nine and suffering with advanced
pancreatic cancer, When I met him, he had
been hospitalized for a bile duct infection,
which, fortunately, had rapidly responded
to IV antibiotics. His oncologist asked our
team to help Hervey and his wife, Joan, in
ciarifying their goals for care, When we
discussed his goals, Hervey was emphatic.
“I just want to get back up on my tractor,”
he said, It was his way of saying, “I just want
to go home.”
Joan assured us that they could manage at
home and that there would be plenty of help
from family, friends, and neighbors. She
proudly described her husband as a strong,
gentle man who was always ready to help
others. That afternoon, I spoke with their
family physician, Dr. Donald McDonah,
who happens to be the medical director of
the hospice program in their rural Southern
New Hampshire community. Dr. McDonah
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and I coordinated plans for home hospice
care.
The next day, we discharged Mr. Durocher. Hervey died peacefully in their family5s
home a couple of weeks later.
One afternoon about a month after Mr.
Durocher’s death, I received a letter from
Joan with a card from his memorial service
and a request that I give her a cali. When
we spoke by phone, Joan described the
funeral at the local Congregational church.
She told me that as the funeral procession
wended its way through the rural country
roads from their church to the cemetery,
past fields and saltbox farmhouses, every
farm had its tractors turned to the road with
their headlights blazing in silent memorial
for Hervey.
In their grief and the love for a friend they
had lost, this community of men and women
from varied backgrounds, faiths, and political beliefs stood together on common
ground.
When people are engaged in communities, friends and neighbors tend to rise to
their and their families” needs. One might
chalk it up to adversity bringing out the best
in people. There’s truth in that. But what I
hâve witnessed again and again is deeper
and more profound than kindness, It is the
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natural, uncontrived, and unconstrained
way that people living in com m unity —
rather than merely in proximity — respond
to one another. In healthy human communities, it would seem odd to do anything
less.
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In one sense, the real reason that thousands
upon thousands of Americans still die badly
is that we collectively allow it to happen. Of
course, no one votes to make people suffer.
But as a society and body politic we tolérate
widespread, needless suffering among seriously ill people and their families and welldocumented deficiencies in medical care
and social Systems.
Our inaction on this crisis of public health
is incongruent with our character as a
society and culture. We are a caring and
generally sensible people. Despite our
culturally ingrained avoidance of the topics,
in my clinical expérience, when push comes
to shove, individuáis and families move
beyond their résistance to talk seriously
about how they or the person they love
should be cared for through the end of life.
Yet collectively, despite overwhelming évi
dence of pervasive problems, we act as if

push hasn’t come to shove.
Instead, an amalgam of politics and reli
gion has made dying and end-of-life care
culturally toxic. Political correctness and an
overt desire to avoid conflict stifle substan
tive dialogue and debate. Yet open discus
sion that encompasses medical and social
perspectives, including multicultural ethnie
and religious worldviews, is exactly what is
needed. With issues this big, diverse social
dialogue and debate, even if heated, are es
sentiel for developing constructive public
policies and large-scale corrective actions.
Mortality should be the one thing that
brings ail people together. In science fic
tion, when a planet-killing asteroid is headed
toward Earth, people set petty différences
aside. Historically, in the face of major
natural disasters, even différences between
bitter enemies can suddenly look pretty
small. Death is the natural disaster that
awaits us ail. Instead of bringing people
together in a common purpose, how we die
has become a polarizing subject, rife with
acrimony and righteous indignation. The
irony would be funny if the social paralysis
it caused were not so damaging.
Unfortunately, in many people’s minds
and in the media, the question of whether
or not to legalize physician-assisted suicide
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has become a proxy for how we die. It is a
matter most audibly and visibly debated in
America’s législatures and courts. Both settings tend to dichotomize each matter
considered and impose an adversarial
framework to any discussion. Legislators
can either vote for or against a bilí. The
court can either ñnd for or against a plaintiff. Creative solutions are ail but foreclosed.
In these adversarial arenas, the fight over
physician-assisted suicide makes it appear
as if a cultural chasm divides Americans. In
fact, the chasm is a mirage, an artifact of
the boxing rings to which our social discourse has been confined. The différences
of values and opinions over physicianassisted suicide are real and deserve to be
debated. But this one issue is a poor proxy
for the subjects of how we die and how we
can best care for people through the end of
life. Our différences are dwarfed by the
common high ground of values, shared
wishes for care, and goodwill toward one
another on which we all stand. It is on this
common ground that we can build better
Systems of medical care and social support
and realize our full social potential.
I was once a combatant in this fight. From
the early 1980s through the early 1990s, I
was active in opposing legalizing physician452

assisted suicide. Although I continue to
believe it is ill-advised public policy, years
ago I realized that the debate itself is
destructive and so became a noncombatant.
For me the most socially damaging aspect
of the assisted suicide debate is íts power to
conscript all the legislative energy and edito
rial page attention (both priceless and
limited commodities) that might actually
résolve the sorry State of dying in America.
The debate is a brawl on the lawn of a burning building, The people trapped insíde are
sufferíng and pleading for help, while
would-be rescuers and passersby stand
captivated by the fistfight. With each round
of legal wrangling, each side hopes to score
a knockout. Meanwhile, the volume of the
melee effectively drowns out any substan
tive, constructive discussion,
Ironically, in the midst of what at times
seems like a hopelessly polarized electorate,
conditions are ripe for constructive policies.
Despite different political persuasions, most
Republicans and Democrats have similar
views on whether individuáis have the right
to make their own decisions about end-oflife medical care. According to Pew Re
search Center data, equally strong majorities of both major political parties, as well
as Independents, approve of laws that let
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patients decide about being kept alive
through medical treatment. In Pew surveys
only 22 percent of people felt that doctors
must always try to save or prolong life, while
70 percent felt that patients should sometimes be allowed to die.
New Hampshire is a hotbed of politics,
but even here the common ground of values
on which we stand is palpable. Because of
the Granité State’s first-in-the-nation presidential primary, New Hampshire citizens
take seriously their responsibility for vetting
would-be presidential candidates — and
winnowing the fïeld, This is especially
évident during élections in which there is
no incumbent president. Presidential hopefuls come to nearly every town and, it
sometimes seems, every Street corner of the
State. It is retail politics at its best. If you
wish, it is easy to meet and ask candidates
— one of whom will soon be president —
direct questions.
In the spring of 2007, with fiercely contested Republican and Démocratie primaries and health care reform high on the list
of issues on voters’ minds, colleagues and I
from Dartmouth-Hitchcock Medical Center
convened eight citizen forums throughout
New Hampshire. We met early evenings, at
senior centers, churches, and Elks lodges,
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from Littleton to Keene to Concord to
Portsmouth. A total of 463 citizens spent
over two hours in discussion and, through
participant-response keypads, answered
detailed questions about what was most
important to them and for the people they
love during “the waning phase of life,” We
also asked participants what they wanted
the presidential candidates to know as they
developed health and social policies to
împrove the lives of frail elders, people with
serious illness, and their family caregivers.
The results showed a striking degree of
agreement with ideas and policy proposais
that hâve been put forward by various
governmental panels, professional associa
tions, and patient organizations. More than
80 percent of participants at these community forums indicated it was very impor
tant or extremely important to hâve their
dignity respected, preferences honored, pain
controlled, and not to leave family with
debt. Only 7 percent felt it was very impor
tant or extremely important to be kept alive
as long as possible. The large majority
wanted to be at home at the end of life, only
1 percent said they would prefer being in a
hospital, and not a single participant wanted
to be in a nursing home at the end of life.
Participants wanted hospice and palliative
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care to become routine: 94 percent favored
mandating coverage for adult and children’s
hospice and palliative care through ail
prívate insurers, State Medicaid, and State
employee-based coverage. Over 80 percent
favored removing Medicare requirements of
a six~month~or-less life expectancy and being willing to give up disease treatments in
order to receive hospice care. Ninety-three
percent favored making residential hospice
available when needed; fully 60 percent felt
that doing so was extremely important.
They wanted doctors and nurses to be
well trained and skilled in care of elders and
dying people: 97 percent felt that medical
and nursing students must be taught basic
knowledge and skills required to care for
older adults and people with chronic illness.
Similarly, 97 percent agreed that the faculty
of medicine and nursing schools should be
required to hâve knowledge and skill in
geriatrics, palliative, and end-of-life care.
Nînety-four percent would require medicine
and nursing schools to teach the health effects of caregiving and support for family
caregivers. Over 90 percent felt strongly that
physicians should be required to pass tests
in basic pain management and end-of-life
care in order to obtain licenses to practice
and prescribe médications.
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The results showed marked différences of
opinions on only two subjects, hastening
death and prayer. Asked to rate the impor
tance of “having assisted suicide available if
I am suffering,” 40 percent of participants
felt that it was very important or extremely
important, while 39 percent rated it “not at
ail” important. Similarly, “having an injec
tion to cause death (euthanasia) available if
I am suffering” was rated very important or
extremely important by 34 percent, while
40 percent felt that it was not important at
ail. A minority felt that being prayed with
(44 percent) or beîng prayed for (41
percent) was very or extremely important,
while 24 and 23 percent, respectively, felt
prayer was not important at ail.
These 463 New Hampshirites hardly
comprise a représentative sample of
America. They were mostly white (reflecting
the overwhelmingly Caucasian makeup of
the state’s population), middle-aged or
older. Three-fourths were women. The
group was well educated, with 70 percent
having a bachelor’s or gradúate degree. But
one can say with confidence that this group
was comprised of likely voters — primary
voters — people whose opinions matter to
politicians. And the results show that the
extent of common ground dwarfs the differ457

enees of partisan politics,
The toxicity of the assisted suicide debate
has spilled over and threatens to poison
important public discussions about how we
can most wisely use finite resources to
provide the best care for the greatest number of people. “Rationing health care” is the
now familiar, albeit incendiary, shorthand
that the “Pro-life” activists hâve successfully
assigned to this vital subject. Through the
filter of the culture war, opposing camps
are characterized as secular humanists who
want to limit lifesaving treatments to people
who are no longer productive versus Godfearing religious conservatives who believe
every life has value and only God can make
decisions of life and death. As in ail wars,
the opponents see things very differently
and don’t like one another. They are much
more likely to aim invectives than to actually speak with one another. This is no way
for our caring society to deal with a very
real problem that we already hâve.
In the most basic, unvarnished terms the
situation is this: human beings inhabit a
planet that is merely 24,9 0 1,5 5 miles
(40,075,16 kilometers) in circumference,
less distance than many people drive each
year. We hurtle through deep space, held on
the surface of this green Earth by an invis
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ible force of gravity, protected from the
fingid galactic void by a thin blanket of air.
The fundamental question that confronts
u$ ail is: How then shalt we Uve?
I do not consider myself a religious person. I do not regularly attend religious
services or belong to a congrégation, and
so, in the simplistic dichotomy of the ration
ing debate, I probably ût the secular humanist description. However, my answer to the
question How then shali we Uve? is rooted in
my Jewish upbringing and my expérience of
Judaism.
Within the worldview in which I was
raised, the primai social compact is not a
contracta it is a covenant. Human beings
belong to one another before we are born
and long after we die. In a morally healthy
society, people are born into the welcoming
arms of the human community and die
from the reluetant arms of community.
Within this covenantal expérience, the wellbeing of others affects my own quality of
life.
On this small planet, even in our wealthy
country, we hâve finite resources. Our chal
lenge as a moral people is to use those
resources wisely, justly, and humanely.
Even if the United States could absorb
rising health care costs that are on track to
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exceed 20 percent of our gross domestic
product, some vital assets would remain
limited. The clearest example is donor
organs for transplantation. Implantable
artificial hearts and other organs are on the
distant horizon. For the foreseeable future,
many more people will need a donor heart,
liver, or lung to survive than will be able to
get them. Life-and-death decisions such as
these will continue to challenge our society
and culture. We ail hâve a stake in how such
decisions are made,
Taking the long view, we are still a young
civilîzation and our culture is a work in
progress. In our policies, programs, and
plans for caring for people through the end
of life, we hâve been acting childishly: ignoring basic responsibilities, indulging in magical thinking (If we ignore it, maybe it will go
away ), and fighting without regard to the
conséquences.
As a society and culture, it is time to set
aside childish ways and act like adults.
Yes, someday we are each going to die!
Let’s get over it — so that we can get on
with seriously addressing the question, How
shall we Uve? to the fullest extent.
Each ethnie and each religious tradition
will answer the question of how people live
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and care for one another through the end of
life in ways that are consistent with the
tradition’s distinct vision for responsible
and full lives as individuáis and families.
As a nation, our collective cultural vision
of the best care possible for people through
the end of life will comprise a diverse and
colorful tapestry of expériences that indi
viduáis and communities deem désirable.
Health care, particularly my own field of
hospice and palliative care, must contribute
panels to that tapestry in the form of stories
of people who were comfortable, for whom
Systems worked, and expériences of people
who felt well within themselves and as a
family through the final days of life, Projects
that deliberately collect and cúrate stories
can contribute first-person accounts. StoryCorps, founded by David Isay, is a nonprofit
organization that has traveled the country
collecting interviews between pairs of
people, in each case relatives or close
friends, about what they consider to be the
most meaningful memories of their reiationship and shared history. StoryCorps3 Legacy
Initiative (of which I am an adviser) is
extending this process to people who are
faeing the end of life. Ail of StoryCorps’
interviews are archived at the Library of
Congress and a selected few are broadeast
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on public radio. In this manner, narrative
histories, photos, and graphie images can
weave a multitextured cultural fabric of dying and caregiving expériences that will
hopefully expand our collective vision of
what is possible, and raise our expectations
and aspirations.
The medical profession, along with nurs
ing and the other health care professions,
hâve important roles to play in keeping our
national discourse grounded in the funda
mental social responsibility to care well for
the most ill and frail of our members. It is
clearly medicine’s job to set and enforce
high standards for physician practice and
training. Medicine also has a legitímate role
— one among many of society’s professions
— in fostering cultural maturation with
regard to how we live through illness, care
giving, dying, and mourning, But as I’ve
argued, questions of how we die, how we
care for one another, and how we grieve are
only partially the domain of medicine. Full
considération of these fundamental ques
tions extends beyond the domain of health
care. Social standards of care and support,
allocation of resources, and the ethics of
decision-making must be developed in col
laboration with the professions of ministry,
sociology, law, and ethics.
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This brings us back to the issue of
physician-assisted suicide. In discharging its
responsibility to society as a repository of
spécial knowledge and expertise, the profes
sion of medicine as a whole, and the specialty of hospice and palliative care in
particular, officially oppose hastening death.
In fací, a formal ethical principie and
precept of palliative care holds that the
practice of palliative care does not intentionally hasten death. While not purposefully
political, this tenet has delibérate cultural
significance and, therefore, inevitable politi
cal implications.
The founders of the discipline understood
that the key distinction — between letting
terminally ill people die and intentionally
ending their lives — was essential to maintain public trust in the doctors and nurses
who work in hospice and palliative care. The
wisdom of explicitly distinguishing caring
for people from causing people’s death is
évident in our présent times. Today, distrust
of doctors is at an ali-time high and some
accuse hospice and palliative care clinicians
of promoting a “culture of death” when we
allow dying people to leave this life gently,
without subjecting them to CPR or mechanical ventilation or dialysis or medical
nutrition.
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The prédominant opposition to hastening
death, among doctors and other clinicians,
is not primarily religious, at least not for
most. It is, however, rooted in profound
respect for life that clinicians share with
many theologians, clerics, and religious
people.
In November 1996, Joseph Cardinal Ber
nardin, archbishop of Chicago, wrote to the
United States Suprême Court as justices
were considering the landmark physicianassisted suicide case of Vacco v. QuilL He
wrote as a cleric, but also as someone living
with — and dying frorn — pancreatic can
cer.
I am at the end of my earthly life. There
is much that I hâve contemplated these
last few months of my illness, but as one
who is dying I hâve especially corne to
appreciate the gift of life. I know from
my own expérience that patients often
face difficult and deeply personal deci
sions about their care. However, I also
know that even a person who decides to
forgo treatment does not necessarily
choose death. Rather, he chooses life
without the burden of disproportionate
medical intervention.
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Bernardin’s perspective powerfully articu
lâtes the stance of secular hospice and pal
liative care. It is not about Catholicism or
religion, but about respecting and honoring
ail of life.
Words matter and both sides in the assisted suicide debate hâve forcibly expropriated important terms — “dignity” and “Prolife” — by branding them. Once branded
the terms take on new, proprietary meanings. The linguistic contortions and etymological twists resuit in complicating (at best)
and distorting (more commonly) social
discussions of how we should regard and
can best care for people who are nearing
the end of life. These linguistic contortions
hâve social conséquences beyond merely
ignoring the actual etymology of the terms.
Proponents of legalizing physician-assisted
suicide hâve branded “death with dignity”
in a way that implies that people who are
dying are not already dignified. But, of
course, they are. Indeed, the preamble to
the UN’s 1948 Universal Déclaration of
Human Rights States that “récognition of
the inhérent dignity and of the equal and
inalienable rights of ail members of the hu
man family is the foundation of freedom,
justice and peace in the world.”The déclara
tion formalizes a human value that is rooted
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in fundamental anthropological facts. The
impulse to honor and care for our most
vulnerable members — our infants, elderly,
injured, and ill — is a defining trait of our
species, literally part of our humanity, Most
of us will be physically dépendent and
intimately cared for by others in the days
before we die, This fact does not destine us
to become undignified. It simply confirais
that we are human.
At least as problematic, faith-based groups
opposed to physician-assisted suicide hâve
effectively branded the term “Pro-life.”
What does that make everyone else? The
distortions that arise from these linguistic
transgressions are far-reaching,
It is not a political statement to observe
that doctors are inherently Pro-life. Their
roles and responsibilities require it. (The
same is true for nurses.) As patients — and
as citizens — we want our pediatricians,
family doctors, internists, obstetricians,
surgeons, emergency care physicians, and
critical care physicians to be pratectors and
prop onents of life, health, and longevity.
Don’t we? We should worry if they are not.
I am ardently Pro-life, but it has nothing
to do with “Pro-life” politics. I am simply
one of thousands of doctors and nurses who
work in our nation’s emergency depart466

ments, ICUs, cancer centers. Collectively,
we represent the most authentically Pro-life
segments of American society, The Pro-life
agenda we advan ce is apolitical. We strive to
save and preserve people’s lives and care for
people who go on to die. To fully and
authentically affirm life, we must affirm ail
of life, including dying, death, and grief.
My own Jewish upbringing helped to
shape my opinions and orientation toward
care, but the influence has far more to do
with social justice than theology.
I grew up during the 1950s and 1960s
when the cultural-political current of daily
headlines, nightly news, popular music, and
movies lifted voting rights, desegregation,
women’s rights, and the rights of children
along what seemed like a progressive arc of
civilization, In my family, these values were
embraced. My parents were raised in northern New Jersey, first- and second-generation
descendants of Eastern European Jewish
immigrants. Jewish cultural values of fairness, generosity, service to others, and the
importance of community infused my up
bringing far more than prayers. The Jewishness of my upbringing revered life more
than any notion of God. Looking back, I
suppose it is not surprising that the plight
of dying people would seem egregious to
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me — not merely a medical deficiency, or
even a lapse of ethical practice, but a tear in
the social fabric,
It is time to revisit the ethics of caring for
people through the end of life from a fresh
perspective. From a broad, how-$ha!l-wQlive? social perspective, the analyses and
guidelines of bioethics seem constricted and
incomplete. The early history of bioethics
was formed by deliberations and court deci
sions having to do with people's right to
refuse unwanted treatments and situations
under which it is acceptable to remove life
support. During an era spanning the 1970s
through the mid~1990s — a period roughly
corresponding to the development of hos
pice and palliative care — advances in clinical ethics reflected distinctly subtractive
thèmes. A series of U.S. Suprême Court
decisions (such as those of Karen Ann
Quinlan, Elizabeth Bouvia, and Nancy
Cruzan), consensus statements, and published guidelines by professional associa
tions further defined when treatments can
be withheld or withdrawn. As practiced and
taught, contemporary bioethics still largely
concerns under what circumstances, by
what means, and to what extent individuáis,
patients5 families, and formally named legal
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surrogates can decline life-prolonging treat
ments (such as CPR, surgery, mechanical
ventilation, and artificial nutrition and
hydration). While necessary and important,
such guidance is insufficient,
Surely, a moral and healthy society's
response to caring for people with advanced
age or life-threatening conditions encompasses more than a person's right to refuse
medical treatments. A fuller social and com
munal view of ethics would also clarify the
circumstances and extent to which people
must be accorded medical care — basic
préventive care, as well as extraordinary lifeprolonging treatments. Even more impor
tant, a complete ethical framework would
encompass whether and to what extent
society first must meet the basic human
needs that people hâve as they approach
life's end. Basic éléments of human care
underpin how we regard and respond to
others — our ethics as people become sicker
and more physically dépendent:
Sheiter from îhe eiements. A caring society
metaphorically says to the frail or dying
person, “We will keep you warm and dry.55
Help with p e rson a I hygiene. The community reassures the person who is too frail
to care for himself or herself, “We will keep
you clean.”
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Assistance with élimination. Family or, on

behalf of society, clinicians (typically nurses
or nurse aides), say, “We will help you with
your bowels and bladder fonction.”
Provision of food and drink. We can say,
“We will always offer you something to eat
and drink — and help you to do it.”
Keeping company. Society can say to
people who are dying, especially those who
are “unbefriended,” “We will be with you.
You will not hâve to go through this time in
your life entirely alone.”
Alleviaiing suffering. Certainly today, soci
ety can say, “We will do whatever we can,
with as much skill and expertise as available, to lessen your discomfort.” Yet it is
only this final element that is dépendent on
clinical expertise.
“Compétence,” “thoroughness,” “continuity,” and “technical expertise” are terms that
describe attributes of the best care. In addi
tion to ail these qualities, the phrase “tender,
loving care” has long been a sine qua non
for excellence in human caring. This is more
than a platitude. In responding to people
who are facing the end of life, loving care is
an authentic and invaluable clinical modali t y -

Love is, after ail, the primal Ímpetus and
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sustaining force of ail the caring professions.
There is nothing unethical or unseemly
about loving our patients. It is worth stating
explicitly that we must remain aware of the
power we hâve over the sick and vulnerable
people we serve and must be careful to
avoîd manipulating patients or acting for
our own self-gain in any way. When those
simple guidelines are followed, love in a
clinical relationship is wholesome and
therapeutically powerful.
Often when a physician cannot imagine
what else to do for someone who is feeling
helpless and hopeless — for whom life has
no value — I find that love is the answer. I
realée how güb and saccharine that may
Sound. But in practical ways, loving care
opens up a full range of possibilités that
are not seen through the problem-based
filters of medicine. People who are ill can
be accompanied, supported in completing
valued tasks, and engaged in community.
Even when they are fully dépendent and
nearing death, people can be pampered.
Love is not ail we need — science, technology, good judgment, and sound policy are
also required — but without love we are
without hope of fixing this crisis. However,
loving care is not a philosophical stance
only; it has tangible therapeutic applications
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and effects.
Loving care represents the full expression
of the ethical principie of beneficence. Lov
ing care counterbalances subtractive thèmes
and completes an ethical framework for
clinical care. In loving care, therapeutic
interventions are not bound by responding
to problems and suffering; loving care
extends beneficence by encompassing ac
tions intended to elicit pleasure and joy.
Several intégrative or complementary théra
pies can contribute to patients receiving lov
ing care.
For example, I asked Daren McCallum’s
parents, whom we met in chapter 5, what
had helped them during the many days
when he languished so close to death in the
ICU. In addition to finding one critical care
attending physician who would consistently
answer their questions, and a nurse who
showed them where to ñnd towels and
where to take a shower, Daren’s mother,
Marilyn, surprised me by saying that Reiki
had helped her get through the long anxious
days. I hadn’t been aware that Reiki was being offered to families of ICU patients. Reiki
is a complementary therapy that is being
increasingly used throughout the medical
center as a way of soothing people. A dozen
or more volunteers, each of whom has
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completed a formai training course, see
people in the cancer center, in the same-day
surgery waiting room, preoperative testing
area, and, I now know, the ICU.
Reiki looks like touch-less massage. The
person performing Reiki holds his or her
hands on or just above the surface of a
personas body and, with motions of hand
and arms, moves energy to or from places
that hurt and places that need healing. As
far as I know, Reiki has no scientific basis
and is not billed for or paid. But for many
people, it works. They feel better after having it and often ask to hâve it performed
again.This may very well be the purest form
of the placebo effect: one person’s healing
intention causing a therapeutic effect in
another. Ail the more reason to recommend
it. People love it and I hâve yet to hear of
any dangerous side effects.
Our medical center sees nothing wrong in
nurturing and pampering people when we
can. Our No One Alone volunteers distribute newspapers to patients in the hospital
and to people sitting in the waiting rooms
of the ICU and OR (operating room), as
well as the cancer center’s clinics.
We hâve support groups for patients with
cancer and their families. For a few hours
each week, the center employs an artist, a
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créative writer, and a musician who travels
with a small harp. The artist sirs with people
in the cancer infusion room and in the
hospital to sketch or watercolor images. The
writer helps people express thoughts and
feelings in short poems or stories.The musi
cian wanders through the infusion room
and the inpatient cancer floor with her harp
and a small folding stool and seules before
a patient’s recliner or bed to play for a few
minutes at a time. Ail of this may seem
trivial, but sometimes little things make a
big différence in people’s quality of life.
Clare Wilmot is a surgeon in her midfifties who was hospitalized for four months
during arduous treatments for leukemia.
Through two failed stem cell transplants
and a series of life-threatening viral, bacte
rial, and fungal infections, and a third stem
cell transplant that was finally successful,
Clare was mostly confined to her room.
After being discharged, she continues to be
an outpatient and avails herself of the healing arts program in the cancer center’s infu
sion suite.
She wrote me a note to say that as a doc
tor she had never realized how important
the arts and music could be, but that they
made her feel loved and cared for.
“Margaret’s harp made me cry, where I
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hâve not cried more than once in this whole
process . . . she has found music that has
touched me so deeply, that I felt refreshed
afterward, connected to the musicians and
life. . . . Rebecca has encouraged and
cajoled and taught me to paint with watercolors, so that my artist daughter was
impressed. Marv came and pulled a few
poems out of me and assigned homework. . . . He and I will submit poems to an
International Symposium on Poetry and its
place in Healing! They hâve ail become
friends and I thank you for your foresight
and ability to run such a program! My
symptoms are ail manageable — in large
part due to the créative forces you hâve
provided.”
Loving care can help alleviate suffering, but
a patient does not need to be suffering to
benefit. Seriously ill people often beneñt
from being nurtured or pampered a bit.
Massage, Reiki, music, expressive arts and
writing, and, perhaps, having a volunteer
visit can make someone’s difficult day a
little lighter and brighter.
Hard-boiled cynics may scoff at my alleged naivety. Having spent nearly a decade
and a half working in emergency departments — where cynicism and dark humor
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are as ubiquitous as dark coffee — I can
understand their doubts. In this situation,
however, cynicism is not warranted.
I regularly invite journalists and poliey
makers to spend a day with our team at
Dartmouth-Hitchcock and I hâve seen
jaded agency administrators, politicians, and
journalists melt when they see loving care
in action: Seeing a terminally ill patient
laugh while reading the newspaper with one
of our No One Alone volunteers. Glimpsing
a nurse humming as she gives a debilitated
patient a bed bath, as if the purpose of the
act was to cause pleasure and the person
became clean merely as a by-product.
Witnessing a person in pain fall gently
asleep while having a foot massage. Attending our morning clinical huddle and hearing us wrestle with strategies for relieving a
person’s pain, but also ideas for helping a
family honor and celébrate a person who is
facing the end of life.
A politically conservative State legislator
was with our team for a day during the week
we were helping to care for Mrs. Gold.
When I met her, Mrs. Gold had been in the
hospital for nine days and in the ICU for
seven days, a victim of insidious pulmonary
hypertension and pulmonary fibrosis that
had caused no symptoms but had been
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damaging her lungs and heart for many
months. Now, at age seventy-eight, she
needed meehanieal ventilation to breathe,
but she steadfastly refused to be intubated.
Instead, she was fitted with a BiPAP mask
that blew oxygen-enriched, compressed air
through her nose and mouth and into her
lungs. She could speak in short well-planned
sentences if the BiPAP was removed for a
few moments, but she mostly communicated by gesturing expressively with her
hands and eyes. She had no problem conveying that she was not happy. She told us
in one breath, “I don’t want to live like this.”
We were able to make her comfortable
with small doses of morphine. She was alert,
not suffering, but ready to die. She had
raised four daughters and two sons after her
husband had died when he was just thirtyeight years old. As the matriarch of her large
family, she wanted to make sure they understood and accepted her decision to die and
was willing to hang on for a few days for
their sake,
Her children and their spouses and her
many grandchildren ached with grief at the
thought of her dying. Ultimately, however,
each one supported her decision. During
one of several meetings with her family, a
daughter in her forties spoke for her as477

sembled relatives. “We’re as close as any
family could ever hope to be.”
Overnight her ICU room was transformed
into family space. There were at least thirty
photos hung around her ICU room, including one of her own mother as a bride. She
was never alone, usually there were two or
more family members présent. Her pastor
visited her every other day.
I was présent on the Saturday afternoon
when the BiPAP was removed. We gave her
small doses of médication (morphine and
lorazépam); she was sleepy but awake. There
was never a hint of distress.
The last thing Mrs. Gold saw in this world
were the faces of her six children and two
grandchildren, ail touching a part of her, ail
smiling with tears in their eyes, each saying,
“We love you, Mom.” One said, “Tell Dad
we send our love.”
These sorts of gentle, loving end-of-life
expériences happen fairly commonly in the
homes of hospice patients. In reflecting on
the case I realized that in the minds of most
people, ICU treatment and hospice-like care
are polar opposites, almost the antithesis of
each other. Indeed, just a few years ago, I
could only hâve dreamed of being able to
extend this level of whole-person, wholefamily, tender and loving care in an aca
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demie medical center’s ICU. No longer.
Every few months, it seems, we celébrate a
wedding in the ICU or conduct a renewal
of vows in the hospital’s chapel. This is
exceptional, but not rare. On that Saturday,
I was glad that I was being “shadowed” by
three second-year medical students. They
stood beside me as Mrs. Gold died and
witnessed what good care through the end
of life looks like.
The following Monday, I called the legislator and reported how Mrs. Gold had died.
He agreed that her expérience was illuminating. Then he said, “That3s ail great, but
there isn’t a program like this everywhere!”
True enough. My question is, Why not?
Socially and culturally, something akin to
the birthing movement is needed to transform care through the end of life. As recently as the 1960s, pregnancy and childbirth were treated as solely medical events.
Many women were given general anesthésia
during labor. Mothers and babies were kept
in the hospital for five or more days.
Fathers were not allowed into delivery
rooms. When the baby boom génération was
having children, women and their husbands
demanded expert medical treatment but
stated clearly that pregnancy and childbirth
were fundamentally personal expériences.
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How things hâve changed! Today, natural
childbirth is encouraged. Fathers are not
merely allowed to be présent but strongly
encouraged to particípate as birthing
coaches and to attend birthing classes.
Hospitals compete for baby business by
maintaining homey birthing suites that can
accommodate a couple — and family.
The specialty of obstetrics ultimately
embraced these changes. The shift by organized medicine was aided by research that
showed that having fathers involved was safe
and a good thing for the well-being of ail
involved. However, this transformation was
not driven by an evidence base but by
strong citizen and consumer action. Without
citizen-consumer pressure, these advances
would likely hâve remained conñned to pilot
projects at forward-thinking institutions.
Nowj it>s the other end of the life cycle
demanding attention. As we age, care for
parents and other loved ones, and approach
our own dying, the baby boom génération
can wrest from medicine the quintessentially personal expérience of dying, as well
as caring for someone you love as they die.
We are well positioned to meet the chal
lenge. Boomers may be older, but we are
still the “me génération.” We still question
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authority — and we only accept the very
best.
As we did when we were of childbearing
age, it is again time to take back responsibility for the care of the people we know and
love.
We ail want “the best care possible” for
our loved one$. It’s time to determine what
that means in some detail and bring citizen
and consumer pressure to bear to get it. We
can expect — and must insist upon —
expert medical care that is consistent with
the needs and preferences of our friends
and loved ones. Beyond these basics, we
hâve the capacity to care for people in way$
that not only ensure relative comfort but
also allow them to feel wanted, worthy, and
dignified during their terminal frailty.
Hardly a radical set of expectations.
Nowadays, well-informed citizens and
consumers clearly see common deficiencies
in care and hâve begun to imagine what the
best care possible looks like, In demanding
the best care for themselves or someone
they love, they advance needed changes for
us ail.
The fear of dying badly should sufñce to
bring people of ail races, religions, ethnie
roots, and political persuasions together to
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fix this crisis. Yet there are higher émotions,
comprising the transcendent pinnacle of hu
man expérience, which also draw our atten
tion to the end of life. For ail the suffering
that surrounds dying and death, many
people expérience such times as sacred.
The confrontation with death lays bare the
spiritual core of the human condition. The
force of impending death acts like a hot
wind to strip away ail pretenses and expose
each person's elemental essence. What we
cali spiritual is our innate response to the
awe-inspiring and terrifying mystery of hu
man life and the universe. A heightened
awareness of the essential mystery of life
and the potential to evoke terror and awe
affects anyone who ventures close to a
person’s dying. Confronted with the mys
tery of life — and death — we reflexively
try to make some meaning of our expéri
ence in the world, strengthen our relationships with others, and feel part of something
larger and more enduring than ourselves,
Throughout time and across cultures,
people hâve conveyed wisdom for dealing
with life’s mysteries through religions.
Anthropologists and archaeologists hâve
found evidence o f spiritual practices
throughout human history. Religious teach482

ings, customs, rituals, traditions, stories, and
songs hâve guided individuáis and families
through births and deaths, célébrations and
grief. Not surprisingly, people who hâve a
deep religious faith often feel it is a source
of strength and comfort in dealing with illness, caregiving, death, and grief.
Spirituality is rightly considered the
province of religion, but it is not an exclusive
province. Accompanying people who are dy
ing has taught me that human life is inherently spiritual, whether or not a person
practices a religion.
One afternoon in clinic, ï asked Mr.
Grady, a gruff, wizened farmer from Thetford, Vermont, if he considered himself a
spiritual person. It is a question I ask every
patient, unless the person has already
volunteered information about his or her
beliefs. I ask, because I can’t count the
number of times I would hâve surmised
wrongly.
“Nah, not me,” Mr. Grady said with a
wry, tight smile. Congestive heart failure
and lung disease gave him the habit of
delivering short, considered bursts of words,
ail spoken in a thick New England brogue.
I probed a bit. “Do you hâve a sense of
where we go after we leave this life?”
“Yup,” he replied with a chuckle, his smile
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giving way to a broad, toothless grin. “The
worms go in; the worms go out,” he replied,
his hand and wrist mimicking an undulate
in motion.
I was curious about where he was plan
ning to be buried. “Where will the worms
go in and out of your bones, Mr. Grady?”
“Oh, we hâve a family cemetery on a hill
in Thetford,” his tone now earnest between
pauses to breathe. “We Gradys hâve been
buried there since the early 1800s.” Another
breath. “I suspect my grandchildren and
their grandchildren will be there, too.”
Mr. Grady didn’t pray, attend church, or
believe in God. However, his strongly felt
connection to the land and his family,
including générations of ancestors that
preceded him and générations that would
foliow, seemed authentically spiritual to me.
Our team members — and increasingly,
clinicians in our field — sometimes use
poetry to explore spiritual aspects of people’s expérience.
Alice Fehling was a forty-seven-year-old
woman with advanced intraperitoneal can
cer and ascites who was admitted to the
hospital when her leg suddenly turned cold
and blue. After the suecessful removal of an
arterial clôt restored circulation to the limb,
she developed kidney failure. During rounds
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one Sunday morning, I visited Alice in her
hospital room. Following the requisite pain
and bowel update, we indulged in musings
about illness, healing, God, and love. The
conversation began when I asked about the
collection of Rumi’s poems on her bedside
table. We read a few and then I shared a
favorite poem and asked her to guess who
wrote it.

You do not need to leave your room,
Remain sitting at your table and listen.
Do not even listen, simply wait.
Do not even wait, be quiet, still and
solitary.
The world will freely offer itself to you to
be unmasked,
It has no choice.
It will roll in ecstasy at your feet.
“That’s wonderful, but I hâve no idea who
the poet is,” Alice said.
“Franz Kafka,” I replied.
Alice was surprised that Kafka, the quintessential existendalist whose writing typically portrayed the universe as cold and
impersonal, leaving each individual exposed
to circumstance and happenstance, would
offer a vision of an ecstatic world. This led
Alice and me to talk about chaos theory,
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fractals, and patterns within randomness.
She spoke about healing and well-being in
the face of loss, and her sense of God within
us ail and ail that is. She knew she was dying and hated to leave her husband with
whom she felt ever more deeply in love. Al
ice said that except for her physical ailments, she had felt “well” and alive in these
last few months.
The spiritual impact of death’s approach
is often felt by those who know and care for
a person who is ill. Birth, illness, and death,
even with the financial strain, time pres
sures, and turmoil in health care, imbue
clinical care with a spiritual dimension.
Doctors and nurses only rarely talk to one
another about these things. However, over
the years many colleagues hâve spoken to
me about accompanying patients in their
final days, hours, and moments before
death. Again and again, the words “privi
lège” and “sacred” are part of their descrip
tions. “There was something sacred about
being there when Mrs, Jones passed ” Or,
“It was a sacred moment for the family,”
adding, “for me, too.” Along with, “It was a
privilège to help care for Mrs. Jones. I feel
fortúnate to hâve been there as she died.”
Or simply, “What a privilège!”
My unscientific sample suggests that the
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expérience of sacredness and privilège in
the presence of these events is shared by
people of ail religions, politics, and tempéra
ments. I hâve exchanged nods of silent
récognition of the indefatigable quality of
people’s deaths with unsentimental sur
geons and tightly wrapped intensivists. It is
not just the end of life, but somehow a
culmination of human expérience. To those
who hâve had the expérience, no explanation is necessary; to those who hâve not, no
explanation will be sufficient.
None of this suggests that modem clinicians harbor a religious agenda. My sense is
that “sacred” is merely the word that most
closely fits what many of us expérience.
“Sacred” is experienced — physically and
emotionally — as complete rightness in the
moment, The sacred is not reasoned or
abstracted, but felt. It is phenomenological
or anthropological, rather than theological
or medical, Within the sacred, the mystery
of life is miraculous. There is no terror, only
awe. Ail paradox and conflict are resolved,
or, more precisely, dissolve. In sacred places
or sacred moments a person expériences:
Being infinitesimal and infinité. Being utterly vulnerable and unshakably confident.
Having inhérent meaning despite individual
insignificance. The completeness of this mo
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ment — here and now — within the limit-

less expanse of ail that ís, was, and will be.
This is not intoxication in any sense, In
fact, it is a deep awareness of the true nature
of reality, a sense of being fuïly, firmly
grounded.
Religions teach that expériences of the
sacred are always available for those who
can access this level of awareness. Rut for
the vast majority of us, the threshold for
perception is crossed more readily in places
like cathedrals, be they human made, such
as Notre Dame, Angkor Wat, the Wailing
Wall, or Mecca, or natural cathedrals, such
as the Grand Canyon, Himalayan peaks, or
an ocean’s endless expanse. For me and
many of us who are drawn to medicine and
nursing, the doors to the sacred are thrown
open at times of birth and at times of death»
We live in extraordinary times and face
unprecedented challenges. Yet, the era in
which we live is merely the latest chapter in
the unfolding history of human civilization.
Each génération can further weave, and
thereby strengthen, or neglect and weaken,
the civilized fabric it hands down to the
next. The loom is currently ours.
Extraordinary challenges often carry ex488

traordinary opportunities. Caring well for
the unprecedented numbers of aged and
chronieally ill people will require — in fact,
already requires — décisive social and políti
ca! actions. We urgently need to get started.
While we strive to correct deficiencies in
our health care and social Systems and alleviate people’s suffering, we must aim high.
Clinicians, clergy, community service pro
viders, politicians, and civic leaders can collaborate in imagining what healthy last
chapters of life look like. Only then can we
deliver the best possible care and family
support.
Through the influence of our nation’s
media and culture, by caring well for our
frailest and most vulnerable members,
Americans can help raise expectations and
improve care for many people right now and
in the years to come. We can make it clear
that the best care possible does not stop
with excellent disease treatments; that it
ineludes concern for a person’s physical
comfort, émotions, and spiritual well-being.
In so doing, we can protect the breadth of
our human endowment in ways that will be
felt long into the future,
We need not — must not — allow the dif
ficultés we face, or the seriousness of our
efforts, to discourage or dishearten us. Our
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most effective actions will be motivated by
love of one another and performed with joy.
The healthiest response to death is to love,
honor, and celébrate life.
To life!
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