ANNALS OF MEDICINE

LETTING GO

What should medicine do when it can’t save your life?

BY ATUL GAWANDE

ara Thomas Monopoli was preg-

nant with her first child when her
doctors learned that she was going
to die. It started with a cough and a
pain in her back. Then a chest X-ray
showed that her left lung had col-
lapsed, and her chest was filled with
fluid. A sample of the fluid was drawn
offwith a long needle and sent for test-
ing. Instead of an infection, as every-
one had expected, it was lung cancer,
and it had already spread to the lining
of her chest. Her pregnancy was thirty-
nine weeks along, and the obstetrician
who had ordered the test broke the
news to her as she sat with her husband
and her parents. The obstetrician didn’t
get into the prognosis—she would
bring in an oncologist for that—but
Sara was stunned. Her mother, who
had lost her best friend to lung cancer,
began crying.

The doctors wanted to start treat-
ment right away, and that meant induc-
ing labor to get the baby out. For the
moment, though, Sara and her hus-
band, Rich, sat by themselves on a quiet
terrace off the labor floor. It was a warm
Monday in June, 2007. She took Rich’s
hands, and they tried to absorb what
they had heard. Monopoli was thirty-
four. She had never smoked, or lived
with anyone who had. She exercised.
She ate well. The diagnosis was bewil-
dering. “T'his is going to be O.K.,” Rich
told her. “We're going to work through
this. It’s going to be hard, yes. But
we'll figure it out. We can find the right
treatment.” For the moment, though,
they had a baby to think about.

“So Sara and T looked at cach other,”
Rich recalled, “and we said, ‘We don’t
have cancer on Tuesday. It's a cancer-free
day. We're having a baby. It's exciting.
And we're going to enjoy our baby.”” On
Tuesday, at 8:55 P.u., Vivian Monopoli,
seven pounds nine ounces, was born. She
had wavy brown hair, like her mom, and
she was perfectly healthy.

36 THE NEW YORKER, AUGUST 2, 2010

The next day, Sara underwent blood
tests and body scans. Dr. Paul Mar-
coux, an oncologist, met with her and
her family to discuss the findings. He
explained that she had a non-small cell
lung cancer that had started in her left
lung. Nothing she had done had brought
this on. More than fifteen per cent of
lung cancers—more than people real-
ize—occur in non-smokers. Hers was
advanced, having metastasized to mul-
tiple lymph nodes in her chest and its
lining. The cancer was inoperable. But
there were chemotherapy options, no-
tably a relatively new drug called Tar-
ceva, which targets a gene mutation
commonly found in lung cancers of
female non-smokers. Eighty-five per
cent respond to this drug, and, Mar-
coux said, “some of these responses can
be long-term.”

Words like “respond” and “long-
term” provide a reassuring gloss on a dire
reality. There is no cure for lung cancer
at this stage. Even with chemotherapy,
the median survival is about a year. But
itseerned harsh and pointless to confront
Sara and Rich with this now. Vivian
was in a bassinet by the bed. They were
working hard to be optimistic. As Sara
and Rich later told the social worker
who was sent to see them, they did not
want to focus on survival statistics. They
wanted to focus on “aggressively manag-
ing” this diagnosis.

Sara was started on the Tarceva,
which produced an itchy, acne-like fa-
cial rash and numbing tiredness. She
also underwent a surgical procedure to
drain the fluid around her lung; when
the fluid kept coming back, a thoracic
surgeon eventually placed a small, per-
manent tube in her chest, which she
could drain whenever fluid accumulated
and interfered with her breathing. Three
weeks after the delivery, she was admit-
ted to the hospital with severe short-
ness of breath from a pulmonary embo-
lism—a blood clot in an artery to the

Modern medicine is good at staving off death with
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aggressive inferventions—and bad at knowing when to focus, instead, on improving the days that terminal patients have left.

PHILUF TOLEDANO, “BIRTHDAY BALLOOM,” FROM “DAYS WITH MY FATHER" (2008)
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lungs, which is dangerous but not un-
common in cancer patients. She was
started on a blood thinner. Then test
results showed that her tumor cells did
not have the mutation that Tarceva tar-
gets. When Marcoux told Sara that the
drug wasn’t going to work, she had an
almost violent physical reaction to the
news, bolting to the bathroom in mid-
discussion with a sudden bout of diarrhea.

Dr. Marcoux recom-
mended a different, more
standard chemotherapy,
with two drugs called car-
boplatin and paclitaxel.

But the paclitaxel triggered
an extreme, nearly over-
whelming allergic re-
sponse, so he switched her
to a regimen of carbopla-
tin plus gemcitabine. Re-
sponse rates, he said, were
still very good for patients on this therapy.

She spent the remainder of the sum-
mer at home, with Vivian and her hus-
band and her parents, who had moved in
to help. She loved being a mother. Be-
tween chemotherapy cycles, she began
trying to get her life back.

Then, in October, a CT scan showed
that the tumor deposits in her left lung
and chest and lymph nodes had grown
substantially. The chemotherapy had
failed. She was switched to a drug
called pemetrexed. Studies found that
it could produce markedly longer sur-
vival in some patients. [n reality, how-
ever, only a small percentage of patients
gained very much. On average, the
drug extended survival by only two
months—from eleven months to thir-
teen months—and that was in patients
who, unlike Sara, had responded to
first-line chemotherapy.

She worked hard to take the set-
backs and side effects in stride. She was
upbeat by nature, and she managed to
maintain her optimism. Little by little,
however, she grew sicker—inereas-
ingly exhausted and short of breath. By
November, she didn't have the wind to
walk the length of the hallway from
the parking garage to Marcoux’s office;
Rich had to push her in a wheelchair.

A few days before Thanksgiving, she
had another CT scan, which showed
that the pemetrexed—her third drug
regimen—wasn't working, either. The
lung cancer had spread: from the left
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chest to the right; to the liver; to the lin-
ing of her abdomen; and to her spine.
Time was running out.

his is the moment in Saras story that
poses a fundamental question for
everyone living in the era of modern
medicine: What dowe want Sara and her
doctors to do now? Or, to put it another
way, if you were the one who had meta-
static cancer—or, for that
matter, a similarly advanced
case of emphysema or con-
gestive heart failure—what
would you want your doc-

tors to do?

The issue has become
pressing, in recent years,
for reasons of expense. The
soaring cost of health care is
the greatest threat to the
country’s long-term sol-

vency, and the terminally ill account for a
lot of it. Twenty-five per cent of all Medi-
care spending is for the five per cent of pa-
tients who are in their final year of life,
and most of that money goes for care in
their last couple of months which is of
little apparent benefit.

Spending on a disease like cancer
tends to follow a particular pattern.
There are high initial costs as the cancer
is treated, and then, if all goes well, these
costs taper off. Medical spending for a
breast-cancer survivor, for instance, aver-
aged an estimated fifty-four thousand
dollars in 2003, the vast majority of it
for the initial diagnostic testing, surgery,
and, where necessary, radiation and che-
motherapy. For a patient with a fatal ver-
sion of the discase, though, the cost curve
is U-shaped, rising again toward the
end—to an average of sixty-three thou-
sand dollars during the last six months
of life with an incurable breast cancer.
Our medical system is excellent at trying
to stave oft death with eight-thousand-
dollar-a-month chemotherapy, three-
thousand-dollar-a-day intensive care,
five-thousand-dollar-an-hour surgery.
But, ultimately, death comes, and no one
is good at knowing when to stop.

The subject seems to reach national
awareness mainly as a question of who
should “win” when the expensive deci-
sions are made: the insurers and the tax-
payers footing the bill or the patient bat-
tling for his or her life. Budget hawks
urge us to face the fact that we can't

afford everything. Demagogues shout
about rationing and death panels. Mar-
ket purists blame the existence of insur-
ance: if patients and familics paid the bills
themselves, those expensive therapies
would all come down in price. But they're
debating the wrong question. The failure
of our system of medical care for people
facing the end of their life runs much
deeper. To see this, you have to get close
enough to grapple with the way decisions
about care are actually made.

Recently, while seeing a patient in
an intensive-care unit at my hospital, I
stopped to talk with the critical-care phy-
sician on duty, someone I'd known since
college. “T'm running a warchouse for the
dying,” she said bleakly. Out of the ten
patients in her unit, she said, only two
were likely to leave the hospital for any
length of dme. More typical was an al-
most eighty-year-old woman at the end
of her life, with irreversible congestive
heart failure, who was in the 1.C.U. for
the second time in three weeks, drugged
to oblivion and tubed in most natural
orifices and a few artificial ones. Or the
seventy-year-old with a cancer that had
metastasized to her lungs and bone, and
a fungal pneumonia that arises only in
the final phase of the illness. She had
chosen to forgo treatment, but her oncol-
ogist pushed her to change her mind, and
she was put on a ventilator and antibiot-
ics. Another woman, in her cighties, with
end-stage respiratory and kidney failure,
had been in the unit for two weeks. Her
husband had died after a long illness,
with a feeding tube and a tracheotomy,
and she had mentioned that she didn't
want to die that way. But her children
couldn’t let her go, and asked to proceed
with the placement of various devices: a
permanent tracheotomy, a feeding tube,
and a dialysis catheter. So now she just
lay there tethered to her pumps, drifting
in and out of consciousness.

Almost all these patients had known,
for some time, that they had a terminal
condition. Yet they—along with their
families and doctors—were unprepared
for the final stage. “We are having more
conversation now about what patients
want for the end of their life, by far, than
they have had in all their lives to this
point,” my friend said. “The problem is
that's way too late.” In 2008, the national
Coping with Cancer project published a
study showing that terminally ill cancer
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