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America. Legislation that was introduced in Delaware in January
2008 to adopt an “opt-out” system in that state is already making

waves in the transplant community.?®

In 1986, the Florida Supreme Court upheld an early presumed con-
sent statute that allowed the removal of corneas even against the
wishes of the deceased’s family.? The United States Supreme Court
has declined to review limited laws similar to these.>® But in January
of 2008, legislation to adopt an opt-out system in Delaware was
introduced by state representative Pete Schwartzkopf, who donated
a kidney to a friend in 20063

“It’s going to change the way we do organ donation in our state,”
he said.

Forget the abuses of opt-out systems in third world countries like
Brazil, where local corruption can be blamed. The inspiration for
the bill that would make Delaware the first state to apply presumed
consent to vital organs, rather than only to tissues like corneas, came
to Schwartzkopf from Europe. Austria, Spain, Portugal, Italy, Bel-
gium, Bulgaria, France, Luxembourg, Norway, Finland, Sweden,
Switzerland, Latvia, the Czech Republic, the Slovak Republic, Hun-
gary, Slovenia, Poland, Greece, and Singapore all have some form of
opt-out or presuined consent system.

In January of 2008, British prime minister Gordon Brown called
for his country’s adoption of a presumed consent system.’? The Brit-
ish press responded with enthusiastic support. Commentators from
the Observer announced a “revolution in the way organs are donated
for transplant.”

Why wouldn’t an opt-out or presumed consent system work here
in America? Well, it turns out that the system does not really help
that much. European countries still suffer from dramatic shortages

of organs.
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According to a 2005 study by Kieran Healy from the University
of Arizona, “Countries with presumed consent laws are found to
have higher procurement rates, but the effect is relatively weak. Evi-
dence from two presumed-consent counties where procurement
rates have grown rapidly (Spain and Italy) suggests that the legal
regime is a marker for other organizational practices rather than a
causal mechanism in itself. More broadly, donor procurement takes
place within societies that have institutionalized different relation-
ships between the individual, the market, and the state. . . . [L]iberal
regimes always have informed consent rules.”” Huh?

What this means is that presumed consent in itself doesn’t boost
procurement rates that much. Most estimate that it’s by less than
15 to 20 percent. And in Spain and Italy, where procurement rates
are notably higher, other factors influence donation as much if not
more than the legality of the opt-out system. These additional fac-
tors include more public education about donation and transplan-
tation, appeals to ethics and charity, vigorous encouragement of
donation by the Catholic Church, clinical practices that enhance
the harvesting of organs, and the social welfare environment. A
June 2007 analysis of presumed consent legislation across Europe
found that “a wealthy, dominantly Catholic presumed consent
country with greater civil liberties is more likely to have higher
cadaveric donation rates [but] a larger potential pool of organs is
more effective to combat organ shortage in wealthy informed con-
sent countries.”*

Here in the United States, our doctors have a hard enough time
disregarding the family veto. Imagine if they had to enforce an opt-
out system. Our basic ideas, both constitutional and political, about
self-autonomy and the integrity of the body stand as a roadblock to
a universal presumed consent system in the United States.

Is this roadblock insurmountable?

For the near future, the answer is probably yes. The “professional

The Band-Aid Approach
167



jsewell

jsewell

jsewell

jsewell


consensus,” according to the Prefatory Note to the Revised UAGA,
“appears to be not to replace the present opt-in principle at this
time.” If the medical establishment is not behind a move to pre-
sumed consent in America, it is hard to see how such an important
change could be made. So much of our legal and medical system is
based on that common law concept of “informed consent,” and noth-
ing flies in the face of informed consent more than presumed con-
sent, You can’t really have both., |

Indiana law professor David Orentlicher, MD, in a forthcoming
Rutgers Law Review article, “Presumed Consent to Organ Donation:
Its Rise and Fall in the United States,” explains why the movement
fizzled.” There were several reasons: Because “it could not overcome
the major reason why people do not become organ donors after
death—the refusal of family members to give consent to donation.
To the extent that presumed consent allowed family members to
overcome the presumption and withhold consent, it did not address
the reasons why family members say no. [And to] the extent that
professionals tried to preserve the presumption by bypassing fami-
lies, they validated fears that doctors will be too quick to take organs
from dead persons who would not have wanted their organs
removed. . .. [Olther proposed reforms will be needed to address the
shortage of organs for transplantation.”

And that's without talking about the actual mechanics of the opt-
out system. Most people in the United States do not get that far. Itis
one thing to encourage donation. It is another thing to force it.

"Those Supreme Court cases that enshrine the rights of privacy
and self-autonomy, protecting the personal nature of decisions about
the most intimate bodily matters, would most likely invalidate all
but the most narrowly tailored presumed consent laws applying to

organs. At the very least, the ability to opt out would have to be

rade easily and lavishly available.
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On balance, it appears that widespread adoption of presumed
consent laws in America is not likely. These laws do not dramatically
increase organ donation rates unless they are strictly enforced and
accompanied by additional procurement efforts, they violate long-
standing traditions grounded in the idea of informed consent, and
they might well violate the constitutional right of privacy. While
Delaware’s pending law might trigger a revolution, it’s unlikely that
America will opt in to opt out in the near future. Its benefits simply
are not significant encugh to make it a compelling alternative,

Like kidney swaps and the Revised UAGA, it is just another

Band-Aid.
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"Today, as we have seen, the epicenter is shifting yet again, from
Colombia and China to Pakistan and the Philippines. For Dr. Kam,
the ethical issues have been even more important than the safety issues.
With kidneys and livers, he explained, if the organ is not diseased, then
most doctors think they can use it. So what was the problem?

“The problem,” said Dr. Kam, “is the potential for organ market-
ing. It goes against donation. You see, money is stronger than the
desire to donate. Marketing will kill donation.”

Later, when he said he’d like to “kill the brokering,” I noted that
he had specified the activity, not the people, but I wondered still at
the passion of the man with the eyes that had guided Hawk missiles.
Then he spoke as the innovator, the problem solver, the man edu-
cated at the Technion. Ie explained that you have to start by look-
ing at the need and the availability. There are plenty of organs out
there. People die. What, then, is the solution?

Here Dr. Kam made a careful distinction between two compet-
ing systems that often are confused with each other: What he called
marketing schemes, where private parties, generally recipients or
their families, pay money to donors or their families, versus pro-

posed compensation schemes, where, pursuant to properly enacted
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laws, the government would offer incentives to donors or their fami-
lies. Such incentives could include better health insurance, tax cred-
its, or direct payments: “Whatever the legislature decides.”

Dr. Kam was opposed to marketing schemes, but openly favored
compensation. “Yes, I'm for it. Today, most deceased donors are
already poor people. They’re the ones that die from gunshot wounds
and accidents, Who gives aythority? Who says families that donate
their organs should get nothing?” He pointed out everyone else in
the chain of supply and demand—hospitals, doctors, nurses, ambu-
lance drivers—all get paid.

Why shouldn’t the families of organ donors?

Dr. Kam believed that compensating them would substantially
increase the pool of organ donors. All we need is for the government
to step in and help. He made it sound, in fact, like exploitation when
we don’t provide compensation for organ donation. He said, “Look
at the value of a single deceased donor. I mean the financial value. It
could be a million dollars. One deceased donor can provide a liver, a
heart, a pancreas, bowel segments, two kidneys, two lungs, two cor-
neas, bones, and skin.”

Dr. Kam was passionate about the solution he was suggesting, He
was even more animated than when he talked about the “organ out-
law.” He said, “Families have to change their perspectives on dona-
tion. And the government must step in, especially when the so-called
free market is knocking on the door.”

He took a deep breath and slowed down to admit that he did not
have all the details. He could not answer specific questions about the
mechanics of a compensation system. He protested, “I'm just the
doctor, the guy with the ideas. It’s up to the policy makers and law-
makers to figure out the details. But it is clear—there are studies
that have shown—that compensation would provide more organs.
And offering real value through a system run by the government
avoids the exploitation of the market system.”
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Critics from the Free Market Camp might snort, pointing to Dr.
Kam’s heritage, and suggest that you can take the man out of the
socialized system, but you can’t take the socialized system out of the
man. And critics from the Human Rights Camp might sneer and
insist that payment is payment is payment: The system described by
Dr. Kam would still exploit the poor. But he is no champion of Isra-
el’s system. He was not speaking about socialism. And he argued that

he was the one who was avoiding exploitation.
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many times before: “You had a perfect match with your son. That’s
very unusual, you know. Usually you only find a perfect match with
siblings. In your case, it was simply lack of knowledge that was driv-

ing you away.”

So the Band-Aid approach does not work, presumed consent is not
the answer, and the United States simply is not prepared to adopt a
true free market system in organs, Would Dr. Kam’s suggestion that
we adopt a compensated donation system work in a meaningful way?
Could we create such a system that was consistent with our legal
values, our economic limitations, and our political will?

In fact, since the time when Dr. Kam first explained to me the
benefits of compensated donation, important voices have joined him
in offering the same solution. Economists Gary S. Becker from the
University of Chicago and Julio Jorge Elias of the State University
of New York at Buffalo have argued that “monetary incentives could
increase the supply of organs for transplant sufficiently to eliminate
even the large queues in the organ market. And it would do this
without increasing the total cost of transplant surgery by a large
percent.”! Becker and Elfas cover a lot of the same ground we've seen
before: The very low risk of a live donor dying as a result of a kidney
transplant (“We . . . estimate that the risk of death . ..is 0.1 per-
cent™), the inapplicability of free market data from emerging coun-
tries like India and Iran (“the experience in these two low-income
nations is hardly comparable to what would happen in the United
States™), the inability of “presumed consent” to close the gap
between supply and demand.

These economists are, in fact, particularly critical of presumed
consent systems—also known as opt-out arrangements. They say,
“We believe that presumed consent is a dangerous principle, and

that in the absence of clear directive from the decedent, heirs should
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control the remains of loved ones. ... [T]he ‘presumed consent’
organ procurement approach will not eliminate the long queues for
transplants. [One study] indicates that presumed consent systems
may reduce rather than raise the number of organs donated.”

But Becker and Elias go further in their elaborate use of tables,
graphs, models, and analysis that builds upon the existing “value of
life literature.” They compare compensated donation with America’s
volunteer army, for example, and conclude that the former would be
no more troublesome than the latter is.* What the economists do not
address is where the money for compensated donation would come
from. If it comes from those in need of the organs themselves, then
it is really no different than a free market system.

If, however, the money does not come from those in need of the
organs, then who foots the bill? Enter Arthur Matas, MD, from the
University of Minnesota. His analysis, “A Gift of Life Deserves
Compensation,” prepared for the Cato Institute, addresses this and
many of the other issues I encountered during my trip through the
transplant maze.® He starts with a different tact, however: “Treat-
ment for end-stage renal ... disease ... is the only government-
funded health care in the United States that has no financial need- or
age-based criteria.” And he concludes with a very different response:
“The best way to increase the supply of kidneys without drastically
changing the existing allocation system is to legalize a regulated
system of compensation for living kidney donors.”’

In between, Dr. Matas provides the sort of specifics that Dr. Kam
was unable to provide when I first spoke with him about compen-
sated donation. Yes, he covers ground that’s grown familiar. He
observes, for example, that paired exchanges, like those authorized
by the recent amendments to NOTA, “only provide a relatively small
number of new donors.”® Then, one by one, he debunks all the
myths: “Policymakers confuse a [compensated donation] system
with what happens when there is a black market in organs. ... No
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potential compensated donor can be coerced by the opportunity to
be compensated. . .. The system advocated here is constructed to

prevent exploitation.”®

Ultimately, he says, “At the end of the day, one must cut through
all the passion and rhetoric and ask this very simple question: What
is the better option—establishing a system of compensation (even if
doing so might not be easy) or maintaining the status quo (under
which transplant candidates are suffering and dying on dialysis)?”1*

His choice is clear. But what are the specifics that make Dr.
Matas’s proposal meaningfully different? Here is how his system

would work.!

The procedural framework would be virtually identical to
the system currently used to evaluate altruistic living donor
organs, but the allocation system would be the one currently
used for altruistic deceased donor organs. The deceased do-
nor model . . . is appropriate because there currently is no of-
ficial allocation system in place for living organ donations. At
this point almost ali living donor organ donations are directed
donations to family or friends. Thus, by combining current
existing models for living and deceased organ procurement
and allocation, a system can be developed that provides the
following: a predefined algorithm, such as the onc used by
UNOS, to assure that everyone on the waiting list has the
same opportunity to undergo a transplant, full evaluation of
potential donors, informed consent, careful oversight, long-
term follow-up, and treatment of donors with dignity. . . . The
added element proposed here is a fixed payment to donors by
the government or a government-approved agency (hereafter
I'will use the term compensated donation). Existing prohibi-

tions on private sales would remain in place.
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Compensation for donors could take many forms. Options
include a fixed payment, long-term health insurance, college
tuition, tax deductions, or some combination of these alterna-
tives or other equally valuable forms of compensation. ... A
menu of options would provide each donor with something
that has personal value. For example, health insurance may be
of value to those who do not have work-related health insurance
but not to others. A tax break may be of value to some, direct
compensation to others. Under the system advocated here, no
other commercialization would be allowed. All legal allocation
of organs and payment for organs would take place through the
government or a government-determined contractor. Current-
ly existing prohibitions on private brokers and contact between

the donor and recipient would remain in place.

Wow! Let’s take a closer look at this. It looks like the Tranian
system adapted to our modern capitalist, democratic context. It uses
several elements we have seen before, like the tax breaks proposed in
Michigan and the economic incentives for donors that are champi-
oned by the Free Market Camp. But it also has protections for donors
that do not exist in America today, so it should make the Human
Rights Camp happy. It avoids the legal problems with presumed
consent, it avoids the exploitation characteristic of the black markets,
and it provides a range of choices for donors to choose from. I am
particularly attracted to the idea of giving living donors long-term
care and health insurance,

And compensated donation is less disruptive to the existing sys-
tem than any other serious option. Even before the recent amend-
ments to NOTA, federal law excluded some types of compensation
from the idea of valuable consideration: “Reasonable payments asso-
ciated with the removal, transportation, implantation, processing,
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preservation, quality control, and storage of a human organ or the
expenses of travel, housing, and lost wages incurred by the donor of
a human organ in connection with the donation,”? This was the lan-
guage that permitted Rob Smitty to receive some payment in con-
nection with the donation of his kidney to Bob Hickey in that first
match made by a commercial Internet Web site. It is what allows
Pennsylvania, Delaware, and Michigan to experiment by establishing
trust fund payments in limited amounts for donors’ actual expenses.

I am convinced that compensated donation along the lines pro-
posed by Dr. Kam and Dr. Matas is doable economically, politically,
and legally. It would provide a major part of the solution to the crisis
in our organ transplant policy. I base this opinion on my experi-
ences, since my own transplant, with doctors, academics, legislators,
and fellow lawyers; on my activities in promoting organ transplant
reform; and on common sense.

Another big part of the solution to our organ transplant crisis lies
in stimulating rather than repressing stem cell research. Already
today, before we're able to clone actual organs, we've seen break-
throughs that could revolutionize transplant medicine, It is time for
America to stop holding back its scientists with political nonsense.
Fortunately, since becoming president, Barack Obama appears to be
making good on his promise to reinstate science to its critical role in
determining sound government policy. He realizes that it is long
past time for us to catch up to the rest of the world when it comes to

the realities of the brave new frontiers of science and medicine.

The Search For Solutions
192



jsewell

jsewell

jsewell


