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In October of 1992, a baby who became known as baby K was born in an American hospital. The baby

had been diagnosed prenatally as having a condition known as anencephaly, a severe brain pathology

such that the baby would never have the capacity for consciousness. Babies frequently, with

anencephaly, will die quite rapidly.

But Baby K had considerable respiratory drive, and with the assistance of the medical team, turned out

to be able to breathe with ventilatory support. Not only that, the mother insisted that that treatment

continue. The doctors believed that it was not a good practice of medicine to provide perpetual life

support on an anencephalic infant-- that is, an infant who could never have consciousness, and would

probably die in the very near future.

Because the mother insisted on continued treatment, the doctors asked the hospital to go to the

American courts for permission to unilaterally withdraw life support. Now, I turned out to be an expert

witness in this case. I represented the attorneys for the mother in the legal proceedings.

That means I'm, no doubt, biased in my interpretation, but I want to try to be as fair as possible with the

concern of the doctors. We can all empathize with the doctor who is asked by a parent to provide a

treatment that is not only difficult to provide, but is, in the mind of the doctor, not a good practice of

medicine.

It turns out that the case was more complicated than it first appeared. There were two kinds of futility

identified that plausibly lead to very different policy responses.

We can talk about physiological futility, where in the physician's opinion, the treatment that is being

sought won't produce the results that the patient or the family is seeking. In cases of physiological

futility, surely the physician is the expert. That wasn't the issue with Baby K, because everybody had to

concede that ventilatory support for Baby K would likely extend Baby K's life.

Baby K's mother conceded that there was no capacity for consciousness, that treatment wasn't going to

cure the anencephaly. She simply believed that all human life was precious, and should be preserved.

Instead, this debate, and most of the debates in the funeral care controversy, hinge on what we've

referred to as normative futility. It just works out that the doctors and the parents, or the patient, have
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different value judgments about the value of the proposed treatment. The physicians believed, as many

of us do, that ventilatory support served no worthwhile purpose. It was an extraordinary means, to use

the language of the standard consensus.

On the other hand, Baby K's mother thought that preserving even vegetative life, even life that's

permanently unconscious, served a purpose and she wanted that treatment. The disagreement

between baby K's mother and these doctors was over the value of preserving unconscious life.

Baby K's mother thought it was an important project for her to pursue. The physicians saw no value in it

whatsoever. Now, once that was sorted out, the next issues that came up was the reason why the

doctors wanted to stop.

There are two quite different reasons that one might suggest. First, and perhaps most obviously,

there's a resource issue at stake here. It's expensive to provide ventilatory support, particularly for a

long period of time.

So some would argue that the reason we should intervene to stop this treatment is to preserve

resources. That was not the issue in Baby K, and in most of the cases, of the futile care debate. It turns

out that the hospital said that there were plenty of staff available competent to deliver this care. And

there was no competition for the resources.

Now you might say, "But there still is an expense involved." It turns out Baby K's mother had very good

insurance, and the insurance company was quite willing to pay the bills. So there simply was no

resource constraint issue raised by this case.

The real focus was on the physician's claim that being required to deliver this treatment violated their

professional integrity. They had an idea in their mind of the right way to practice medicine, and it didn't

include perpetual ventilatory support on a permanently unconscious baby.

So the question of the right of the physician to exercise professional judgment, and exclude those

treatment that violate their integrity, became the focus of this debate. The claim of Baby K's mother

was, at least in the case where the family wants life preserved, and it can be preserved with the

technology available, the physician involved in the case has the obligation to deliver that life

prolongation when five conditions are met.
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First, we're only talking about a case of an ongoing doctor-patient relationship. These doctors were

already caring for Baby K. And that's the first stipulation.

Second, the technology that is at stake must really be able to preserve life, as it was in this case. Third,

there must be no competent colleague willing to step in and take over the case. If there's a competent

colleague, then it's in everybody's interest to let that person step in.

Fourth, there has to be what I've referred to as equitable funding. That is, the treatment must be paid

for, not from the public expenses like Medicaid, but paid for by self-paying families or by charity. And

fifth and finally, no other patient must be placed in jeopardy.

As long as the hospital was saying, "We have plenty of doctors, plenty of nurses, plenty of beds. We're

not jeopardizing any other patient," then, and perhaps only then, the claim was made that the

physicians have a duty to deliver the life-prolonging care. The courts accepted that argument, at least

for the United States. And in about 10 cases that have been litigated, almost every one of them has

come to the conclusion that we need enough empathy for those who hold the minority view that there's

value in providing life support in such cases. Well, we ought to require our licensed professionals to

deliver those services.
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