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pensable injuries from clinical
trials would presumably range
much more widely than vaccine-
related injuries. Also, because
payments to subjects would all
come from a shared pool of
money, this type of program
would create no incentives for in-
dividual companies to minimize
the risks of their own trials.

Pike argues persuasively for a
modified version of the system
used in much of the rest of the
developed world, in which spon-
sors are required to buy insur-
ance or agree to indemnify in-
jured research subjects before the

JUSTICE FOR INJURED RESEARCH SUBJECTS

research can proceed.? Such a sys-
tem would be easier to harmo-
nize with those in place in other
countries and would create fi-
nancial incentives for sponsors
to minimize the risks of their
trials. Most important, it would
ensure that the ethical obliga-
tions of research sponsors to in-
jured subjects would finally be
satisfied.

Disclosure forms provided by the author
are available with the full text of this article
at NEJM.org.
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previously healthy 12-year-

old girl arrives in our emer-
gency department with labored
breathing and right hemiplegia.
Her mother tells us the girl has
been unresponsive since the pre-
vious day — that though the
mother washed her daughter’s
face and tried to make her drink
some tea and juice to stimulate
her, nothing changed. It took 36
hours for the family to find
transportation to bring her down
the mountains of Kenscoff to
Port-au-Prince for help.

When the child reached the
hospital, her respiratory drive was
depressed; she was gurgling and
completely unresponsive. We intu-
bated, ventilated, and stabilized
her. Over the next couple of days,
we attempted unsuccessfully to
wean her off the ventilator, de-
spite the fact that she was awake
and responding to commands.
A CT scan of her brain revealed a
large stage IV pontine glioma —
a diagnosis that confers a poor
prognosis even when therapy is

available.r It was clear that she
was going to die.

I sat with the family in our
intensive care unit (ICU) and, in
Creole, explained the condition of
their young daughter and beloved
niece. The mother was despon-
dent but submissive; her husband
and brother did all the talking and
asked all the questions. “Can we
take her home?” they finally asked.
“If she is going to die, we want
to take her home.” Such a request
is not unusual in Haitian culture.
The challenge was going to be
finding a way to get her home
without her dying on the way.

When I began working as the
chief medical officer at Hospital
Bernard Mevs Project Medishare,
I didn’t realize that part of my
job would involve palliative care,
especially in an environment where
the focus is on saving lives. Nar-
cotics such as morphine and
fentanyl are not freely available
in Haiti, and effective palliation
is essentially nonexistent, as it is
in many resource-poor settings.?
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Often, patients who are nearing
the end of their lives are taken
home to die; there, they often ex-
perience air hunger and pain.
Since we have one of the few
functioning ICUs in Haiti, we
must view decisions about pallia-
tion through a lens quite differ-
ent from the one that’s taken for
granted in the United States. In
our ICU, we never see the ca-
chectic 85-year-old grandfather
or grandmother with metastatic
cancer and a tracheostomy who
is on dialysis and whose sons
and daughters plead, “Do every-
thing, Doctor.” Rather, our typi-
cal patient is the 16-year-old with
abdominal tuberculosis and drain-
ing fistulas who is dying of star-
vation because there is no total
parenteral nutrition. Or the 7-day-
old full-term baby with compli-
cated cardiac disease or severe
meconium aspiration. Or the
20-year-old man or 14-year-old
girl with severe head trauma from
a motorcycle accident. Or the
30-year-old first-time mother with
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peripartum cardiomyopathy who
has a sudden cardiac event from
which her heart hasn’t the strength
to recover. We can proudly say
that in our hospital, premature
death from sepsis, pulmonary
edema, or stroke is not automat-
ic just because one lives in Haiti.
Here, the question becomes: How
far do you go to extend life, es-
pecially in this environment?

In many ways, we are better
equipped than U.S. physicians to
serve as midwives through the
dying process, as Timothy Quill
has described it.?> In the Western
world, decisions regarding palli-
ative care are often driven by the
availability of a plethora of re-
sources that can prolong the ag-
ony of everyone involved — the
physicians, the family, and most
important, the patient. In Haiti,
there are no nursing homes, fa-
cilities for long-term ventilation,
or home hospice services. But our
new capability for intensive care
has allowed us, to some extent,
to redefine “futility” and has
brought a second chance to our
patients; some will succumb, and
some will overcome. We tell our-
selves that those who overcome
with our help were meant to do
so — and, sadly, that those who
do not were not. Each case, as in
the developed world, merits its
own unique decision, and we
should neither give up prema-
turely despite limited resources
nor be aggressive in the face of
true medical futility if resources
are accessible. Nevertheless, in

INTENSIVE CARE IN A RESOURCE-POOR SETTING

Haiti, “Do everything, Doctor”
can mean only so much. The an-
swer to the question “How far do
you go?” is therefore much sim-
pler: As far as you can with what
you have.

Death in Haiti can be cruel,
raw, and often devastatingly pre-
mature. There is often no expla-
nation, no sympathy, and no
peace, especially for the poor.
Death’s ubiquity, however, does
not mean that it deserves any
less attention or thought. We kept
our young patient sedated with
small doses of diazepam and
morphine. We arranged transpor-
tation with our drivers for the
2-hour trek to the mountains of
Kenscoff, a beautiful area of Haiti
southeast of the capital city. We
disconnected our patient from
the ventilator and bagged her with
oxygen all the way to the foot of
her hometown’s hills. Her family
and friends lifted her out of the
hospital’s Land Cruiser and trans-
ferred her to a transport cot they
had prepared for her.

“OK, let’s go,” I said, with every
intention of hiking with them to
their home.

“Dok, ou pap kapab” (Doctor,
you won’t be able to) was the re-
ply. The trail to her home was
too difficult, they explained. They
were obviously judging by my
feet, which looked American de-
spite my Haitian blood.

“So you want me to discon-
nect her here?” Everyone was si-
lent. It was, appropriately, my de-
cision. I asked my colleague and
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good friend who had accompa-
nied me on this expedition to
hand me an alcohol wipe, and I
began the process of removing
the tape that held the endotra-
cheal tube in place.

The universe was merciful that
day; the child’s pulse had already
been progressively diminishing. I
removed the tube, she took per-
haps three agonal breaths, her
pupils dilated, and she was gone.

Removing that endotracheal
tube was one of the hardest
things I have ever had to do. But
the deep appreciation the child’s
family and friends expressed for
our participation in her dying pro-
cess somehow transcended the
sadness. Although our resources
were limited, they had been well
allocated. Even in the face of
death, the art of medicine lives
on. Even in Haiti.
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