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Introduction

Sally Satel

In June of 2007, a Dutch TV station announced an upcoming real-life
program featuring Lisa, a thirty-seven-year-old woman with an inoperable
brain tumor. During the show, Lisa would select which one of three needy
contestant-patients would receive one of her kidneys after she died. Though
only Lisa would pick the lucky winner, viewers could express their prefer-
ence by voting over the Internet.

News of The Big Donor Show provoked an uproar. “Its a crazy idea,” said
Joop Atsma, a member of the ruling Dutch Christian Democratic Party,
which tried to prevent it from being broadcast.! But the show went on.

It turned out to be a brilliant hoax. Toward the end of the program, as
Lisa was about to announce her choice, the producer interrupted and
revealed to the audience that she was really an actress, not a cancer patient
looking for a worthy organ recipient. Lisa and the three “contestants”—all real
people in need of kidney transplants and aware of the subterfuge—were part
of an enactment to dramatize the desperate shortage of transplantable organs.

Yes, the televised ploy was tasteless, even shocking. Yet sensationalism has
its merits—and, in this case, it called attention to the hundreds of thousands
of needless deaths occurring all over the world as a result of the shortage of
transplantable organs. One of the victims was Bart de Graaff, the founder of
the host television network, who died in 2002 at the age of thirty-five because
he could not survive the years-long wait for a new kidney. The show was
meant as a tribute to him.

“We have only done this cry for help because we want to solve a problem
that shouldnt be a problem,” a producer told a news conference after the

1



2 WHEN ALTRUISM ISN'T ENOUGH

reality show.2 The woeful lack of organs for transplantation is a problem
all over the world, and the painful reality of needless death translates into
all languages.

Death and Suffering Mount

In the fall of 2008 in the United States, over 100,000 Americans were can-
didates for transplantable kidneys, livers, hearts, and lungs. Kidneys and
partial livers may come from living donors; the rest must come from the
newly deceased. Transplant candidates wait on a list maintained by the
United Network for Organ Sharing (UNOS), an entity that manages the
procurement and distribution of cadaver organs under monopoly contract
with the federal government.

The majority of transplant candidates—three-quarters—need kidneys.3
The high demand for kidneys reflects the fact that renal failure is the only
form of vital organ collapse for which a long-term therapy is both available
and sustainable for years: dialysis. During dialysis, the patients blood is cir-
culated through a machine that extracts toxins, maintains chemical balance,
and siphons off accumulated fluid. The typical dialysis session lasts three to
four hours and takes place three times a week. Most patients find it a vast
intrusion into their daily lives and are often left exhausted and weakened
by the process; little more than one-tenth of all individuals on dialysis
are employed full or part time.* Because it accelerates the progression of
cardiovascular disease, each additional year a patient is on dialysis means
that post-transplant results will be significantly poorer.>

The prospects for people needing kidney transplants get dimmer each
year. Twenty-five years ago, the average wait for a deceased-donor kidney in
the United States was about one year; currently, the average wait is approach-
ing five years, and, in many parts of the country, it is nearing ten.® Last year,
over four thousand wait-listed individuals died.” Just as worrisome, the
number of listed patients deemed ineligible to receive a kidney transplant—
mostly because their conditions deteriorated while they were waiting—now
accounts for one-third of all renal transplant candidates.®

Based on recent patterns, about one in four of the more than seventy-six
thousand people currently waiting for kidneys will receive them within a
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year. The rest will languish while their names crawl to the top of the waiting
list—an ordeal that can take five to eight years in big cities. Each day, eleven
people will die because the delay was intolerable. Tragically, these people
were healthy enough to benefit from a renal transplant when they were first
listed. By 2010, according to a much-cited estimate, the average waiting time
will be ten years for the entire country, exceeding the expected life spans of
well over half of all wait-listed candidates.®

And the waiting list will only continue to grow. The two most prevalent
causes of renal failure, type Il diabetes and hypertension, become more
common with age. With the baby boomers aging and the ranks of the
elderly growing, new cases of end-stage renal disease will continue to
appear, even if progress is made in preventing these conditions.1® More-
over, the waiting list doesn’t even reflect the full scope of the problem.
A 2008 study estimates that over 130,000 dialysis patients with a “good
prognosis” (that is, an expected survival of five years or longer on dialysis)
are never even referred for transplantation.!! These voiceless thousands
don’t show up on anybody’s “list.”

In this climate of scarcity, it is no surprise that desperate patients try to
find organs on their own. They rent billboards and place ads in newsletters
soliciting donors, join online matching sites to find willing “good Samaritan”
donors, and impose upon ambivalent relatives. Some of them—no one truly
knows how many—go abroad, with the sickening knowledge that their new
organs might come from impoverished inhabitants of the Third World or
executed prisoners in China.

This dire picture needs to change.

Altruism Isn’t Enough

The metaphorical bedrock of the American transplant system is altruistic
giving. Organ donation, we are told, should be the ultimate gift: the “gift
of life,” a sublime act of generosity. Givers must not expect (or, in the case
of deceased donors, their survivors must not expect) to be enriched in
any way. This is lovely sentiment, to be sure, but it is terribly inadequate as
the basis for transplant policy—a reality that was first appreciated in the
1970s.12
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Our transplant policy was established in 1984 with the passage of the
National Organ Transplant Act (NOTA). The act established the Organ
Procurement and Transplantation Network (OPTN) under the U.S. Department
of Health and Human Services. The network then contracted with UNOS to
manage all aspects of cadaver-organ procurement and distribution, including
maintenance of the waiting list.

When NOTA was introduced in July 1983, spearheaded by then-
Congressman Albert Gore Jr., it was silent on the question of organ sales. That
matter came to national attention in September, when the Washington Post
reported that a local physician, H. Barry Jacobs, intended to bring indigent
foreigners to this country and pay each to relinquish a kidney13 In the fall
of 1983, Jacobs presented his plan in testimony before a U.S. House of
Representatives hearing on NOTA.1* Dismayed by his cavalier style—
especially when he touted the profit-making aspect of his proposal—and dis-
turbed by the prospect of the wealthy benefiting from the desperation of the
poor, the drafters of NOTA added section 301, which reads:

(a) Prohibition. It shall be unlawful for any person to knowingly
acquire, receive, or otherwise transfer any human organ for
valuable consideration for use in human transplantation if the
transfer affects interstate commerce.

(b) Penalties. Any person who violates subsection (a) of this
section shall be fined not more than $50,000 or imprisoned not
more than five years, or both.15

The point was to outlaw commercialization, organ brokering, and
private sales between individuals. It did not specifically bar government
action to encourage organ donation through incentives. Since the passage
of NOTA, the transplant establishment has become deeply committed to
the idea that an organ should be a selfless gift, and that the donor must have
no expectation of reward. Long forgotten is Gores recommendation that
incentives should be considered if, in the future, a system based on volun-
teers did not yield adequate numbers of organs.!6 Altruism is unquestion-
ably a beautiful virtue, but it hasnt inspired enough people to donate their
organs, in death or in life.
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The Advantages of Living Donors

Living donation, as opposed to harvesting organs from the recently
deceased, offers the greatest promise for remedying the organ shortage. For
one thing, the living represent a population capable of providing a far greater
volume of kidneys than the dead. Of the roughly 2 million Americans who
die annually, relatively few possess organs healthy enough for transplanting.
The number is estimated to range between 10,500 and 13,000, representing
less than 1 percent of all deaths each year.17 Moreover, when unaware of the
preference of their loved ones, only about half of families give permission for
the organs to be retrieved at death. The number of deceased donors in
2007—7,241—is consistent with these realities.1® (Incidentally, this built-in
constraint on the number of potentially transplantable kidneys underscores
the reason a “presumed-consent” law—a policy in which all individuals
are presumed to be organ donors at death unless they explicitly indicated
otherwise while living—is unlikely to yield a huge windfall of transplantable
kidneys.)1?

Some experts suggest increasing the supply of deceased-donor organs by
redefining the criteria by which people are declared dead. Currently, the vast
majority of deceased donors are declared dead by brain-death criteria.
However, organs have also been successfully transplanted from so-called
cardiac-death donors whose critical illness has led to a decision to withdraw
aggressive life-sustaining measures.20 Many transplant experts are now
urging greater reliance on organs from those who die of cardiac arrest. Given
that more people die because their hearts stop than because of brain dam-
age, it is reasonable to broaden eligibility in this way. Yet there is little reason
to believe that adding these donors will significantly reduce the shortage.
In 20006, the last year for which complete data exist, 1,016 kidneys were
obtained from 645 donors via this procedure; as of November 2007, 1,086
kidneys were provided by 736 such donors.2!

Besides being much more plentiful, living-donor kidneys are of better
quality and greater longevity than those from the deceased. The fact that kid-
neys from living donors survive twice as long means fewer repeat transplants
per patient and less chance of returning to dialysis.?? In addition, a greater
supply of kidneys may enable some patients with impending renal failure
to avoid dialysis altogether. This is ideal, because a living-donor kidney
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transplanted before the recipient ever needs dialysis confers the greatest
advantage of all: Not only does the organ last longer, but so does the recipi-
ent, who is spared the cardiovascular stress of dialysis. Finally, with the care
of dialysis patients costing Medicare roughly $20 billion a year, considerable
savings could be accrued by liberating patients sooner from the treatment or
allowing them to avoid it altogether.23

Clearly, the advantages of living-donor kidneys for transplantation are con-
siderable. Unfortunately, the number of cases in which these benefits may
be conferred is far too few, as people are not exactly lining up to give their
organs, even to patients they know and love. In 2007, only about one in nine
candidates for transplants received a kidney from a family member or friend.2*
Donor compensation may be the only way to bring about a significant increase
in the number of individuals—family members, friends, and, especially,
strangers—who are willing to give up their own kidneys to save lives.

Compensation for Living Kidney Donors

A reconsideration of the ban imposed by the National Organ Transplant Act
on offering “valuable consideration” to people in exchange for donating
organs is long overdue. In this book we argue that governments—federal and
state—should be allowed to motivate individuals to donate kidneys in this
manner. This is the first book dedicated in a practical way to changing trans-
plant policy to permit compensation of living donors. It describes in detail
how a feasible compensation-based system could be designed, and it sets
the stage for revision of the law by showing how donor rewards are ethically
permissible, economically warranted, and pragmatically achievable.

The chapters ahead explore key elements of the debate surrounding the
use of incentives to motivate living kidney donation. We begin by exploring
the fundamental practical questions raised by transplantation: Is it safe
for donors and recipients? Is it cost-effective? What could a donor compen-
sation system look like?

In chapter 1, transplant surgeon Arthur Matas addresses the question of
medical risks to living kidney donors. Reasserting the overall safety of the
procedure is relevant in light of ethical concerns that donor risk is only
acceptable when a preexisting emotional bond exists between provider and
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recipient, especially since these concerns appear to be based on the mistaken
view that the risk is considerable.2

Next, health economist Elbert Huang and his colleagues examine the
cost-effectiveness of renal transplantation. Their comprehensive analysis of
previously published studies reveals the significant economic advantage of
transplantation over chronic dialysis maintenance and alleviates concerns
that increasing the number of transplants through donor compensation
will impose a financial burden on Medicare. Savings are sustained even after
taking into account the costs of rewarding donors and the ongoing medical
expenditures associated with transplantation itself.

In their proposed blueprint for a compensation system, transplant surgeon
David Cronin and economist Julio Elias bring together in chapter 3 the con-
clusions of the first three chapters. The authors outline logistics for recruiting
and evaluating donors in a manner that provides for the best possible medical
outcome while ensuring the donors’ well-being, and for providing post-
transplant medical follow-up. They also address the question of assigning
economic values to incentives and outline possible types of compensation.

The book turns next to the ethical and theoretical concerns regarding
incentives for donation.

The most important arguments against providing compensation to
donors focus on the troubling claim that it will be impossible to implement
incentive programs in an ethical manner, and to protect prospective donors
from exploitation. In chapter 4, philosophers James Stacey Taylor and
Mary Simmerling explain how the morally reprehensible features of overseas
black markets would be prevented from emerging in a regulated and tightly
supervised program in the United States. If anything, they point out, the
depredations of the underground market affirm the need to test a legal mode
of donor compensation.

In chapter 5, I explore the contention that donor compensation represents
a taboo form of commodification and is thus an affront to human dignity. I
argue that this is too narrow a moral view of transactions, and that dignity can
be preserved when donors’ safety is protected and they are treated with respect
and gratitude. I conclude that refusing to experiment with incentives is itself
an unethical posture because it perpetuates needless suffering and death.

Legal scholar Richard Epstein elaborates in chapter 6 upon the philo-
sophical and economic weaknesses of the current regime of enforced
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altruism. He examines the inconsistent attitudes toward altruism within the
transplant establishment, gives some estimate of net social gains that can be
expected from allowing transactions, and critiques the claim that financial
incentives are self-defeating.

Chapter 7 addresses another concern frequently voiced by opponents of
donor compensation: that altruistic individuals would be dismayed by the
commercial nature of organ-giving and thus refrain from donating, and that
such refusals to donate would occur in numbers sufficient to cause the total
supply of transplantable kidneys to decline. Nephrologist Benjamin Hippen
and I review the relevant literature and conclude that a net reduction in
transplantable kidneys is not a likely consequence of donor compensation.

In the last chapter, legal scholar Michele Goodwin takes up the question
of legislative action to permit compensation for organ donors. She argues
that compensation programs are best conducted at the level of the state,
rather than through a more centralized arrangement. Revising NOTA to
permit the U.S. Department of Health and Human Services to grant state
waivers to the ban would enable states to experiment with different models
of recruitment and compensation.

In the book’s conclusion, I summarize the rhetorical and political forces
that bear on prospective legislative change and advocate a specific policy
direction and legal remedy.

Finally, four appendices at the end of the book provide further informa-
tion pertinent to the issue of organ donor compensation. In appendix A,
Chad Thompson presents a brief history of legislation pertaining to organ
transplants. Appendix B provides a chronology of milestones in the American
publics growing awareness of the organ shortage and of compensation as a
means to addressing it, while appendix C reviews attitudes toward donor
compensation and related questions from the perspective of public opinion
polls. Appendix D gives an overview of the positions of major religions on
these questions.

Calling on Congress

Offering compensation to potential organ donors is a controversial proposi-
tion. Yet, as death and suffering among kidney patients mount, physicians,
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legal scholars, and ethicists alike are urging pilot studies of a regulated
compensation-based system with strong donor protections. This would
require Congress to amend the 1984 National Organ Transplant Act so that
people who provide organs to strangers could receive “valuable consideration.”

It is crucial to remember that the ban on compensating donors was
put in place by Congress over twenty years ago. Even in 1983, though,
Representative Gore recognized that the prohibition his legislation was
imposing might not serve the countrys needs in the future. His acknowl-
edgment that incentives might one day be necessary to address the organ
shortage is critical to informed debate. It shows that the altruistic principle—
stubbornly regarded by influential entities such as the National Kidney
Foundation as the only valid motive for giving an organ—was never
intended to be a fixed, sacrosanct element of transplant policy. The ban
against compensation was inserted in expedient good faith, but just as
Congress established the ban, it can revoke it. The law could be amended,
for example, to decriminalize incentives offered by federal or state govern-
ments. Incentives at these levels could take many forms, perhaps as simple
as an offer of lifelong Medicare coverage or a credit on the federal income
tax. States could, perhaps, implement their own creative incentive ideas,
such as the utilization of tuition vouchers, state income tax credit, loan for-
giveness, or contributions to retirement accounts. The possibilities are many.

The altruistic motive is deeply noble and loving. But reliance upon it as
the sole legitimate reason for giving an organ is the cause of too many unnec-
essary deaths. There is strong reason to believe that a compensation-based
system will increase the numbers of transplantable kidneys and thus reduce
needless suffering and death. This book suggests ways that such a system
could be structured and explains why there is moral imperative to innovate.



Risks of Kidney Transplantation
to a Living Donor

Arthur J. Matas

The organ donor shortage is one of the most troubling issues in kidney trans-
plantation today. People with kidney failure live longer and better lives with
transplants than they do on dialysis—the only other treatment that can keep
them alivel—and a transplant from a living donor provides a better outcome
than one from a deceased donor, especially if performed before the recipient
starts dialysis.? Yet for many kidney transplant candidates, no living donors
are available. Each year many more patients go on the transplant waiting list
than undergo transplants,® and the waiting list, the waiting time, and the
number of deaths that occur while waiting continue to grow. Currently,
the median waiting time for a deceased-donor kidney is over five years.* For
a patient with end-stage renal disease (ESRD), a form of kidney failure
so severe that it is irreversible, a five-year wait is a calamity. In 2001, the
annual mortality rate for prospective transplant recipients was reported to be
6.3 percent;> by 2005, it had increased to 8.1 percent.

To be eligible to donate a kidney, a prospective living donor must meet
three basic criteria. First, to minimize the possibility of the intended recipi-
ent’s body rejecting the transplant, the blood type and tissue antigens of the
two individuals must be compatible.” Second, the would-be donor must be
healthy enough to undergo major surgery; and, third, the donor must have
two healthy kidneys, as the remaining one will have to compensate for the
loss of the donated one. Removal of the kidney takes between two and four
hours, and the donor typically leaves the hospital after two or three nights.
Barring complications, a donor with a desk job will generally be back at

10
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work within three to four weeks; those with more physically demanding
jobs will take longer to recover sufficiently for full-time work.®

This is a great deal to ask of an individual, especially since living organ
donation is virtually the only surgical operation with no planned benefit for
the donor. In addition, the kidney removal procedure (called nephrectomy)
carries an array of potential health risks. While transplant experts currently
recommend donations with the understanding that the surgical risk is small
and the long-term risk of living with only one kidney minimal, the ethical
question of balancing the risk to the donor with the benefit to the recipient
has been the subject of much debate. Defining these risks, therefore, is a pre-
requisite for any discussion about living donation, particularly one as fraught
with controversy as that concerning donor compensation.

The undertaking is not a simple one, as evidence about risks can be hard
to come by, and the field is constantly changing. Because the living kidney
donor does not need the surgery for his or her physical benefit, for example,
many transplant personnel historically have felt that one death in thousands
of operations is excessive and have discouraged living donation. Many
programs have begun only within the past ten years to recommend the
procedure in response to the tremendous shortage of organs. Moreover, the
shortage has also led to a relaxing of the criteria for organ donation, allow-
ing the acceptance as donors of obese individuals and those with mildly
elevated blood pressure, among others in less than perfect health—a change
that complicates the task of defining the risks by altering them.

Another transition has been that from an open operation, which involves
making an eight- to twelve-inch incision along the donors flank to attain a
direct view of the kidney, to a laparoscopic procedure, in which the kidney
is removed through a relatively small incision on the abdomen with the aid
of a camera. Since the laparoscopic procedure is less painful than the con-
ventional one and recovery is faster, it has since the early 2000s become the
procedure of choice at many transplant centers. Yet, for the most part, the
operative and short-term risks have only been studied for open nephrecto-
my, and then only in an “ideal” donor population, leaving the actual risks of
donating largely uncertain under current conditions.

The objective in this chapter, then, is to determine the risks of living
kidney donation, based on the evidence available, in terms of the surgery, the
perioperative period of several weeks following it, and the long-term
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consequences, if any, of the procedure, with particular attention paid to cases
of laparoscopic nephrectomy and less-stringent donor criteria.

Surgical and Perioperative Risks

The biggest risk of removing a kidney from a living donor is the surgery itself.
For two decades, the rate of perioperative mortality (death within thirty days
after surgery) has been reported to be 3 in 10,000 (0.03 percent) in studies
that have included, among others, two national surveys of transplant centers—
the first conducted in 1991, the second in 2002.9 In the 2002 survey, which
examined a similar number of open and laparoscopic nephrectomies, all three
of the donor deaths occurred after laparoscopic surgery; so for a study pub-
lished in 2006, Friedman and colleagues canvassed members of the American
Society of Transplant Surgeons by mail and asked about complications asso-
ciated specifically with the laparoscopic technique. They reported two donor
deaths from hemorrhage (massive bleeding) and two incidents of shock.
Unfortunately, the report failed to include the number of operations per-
formed, and without this denominator, it is difficult to interpret these results.
Moreover, the survey completion rate of only 22 percent was low. 10
Nonfatal complications can also occur in living donors in the days fol-
lowing surgery. The once-standard open nephrectomy has been associated
with major complication rates, involving extended hospital stays or second
operations to correct problems, of 1 to 2 percent. These complications
include reversible problems such as wound infection, bleeding, urinary tract
infection, or incisional hernia.l! Although the 2002 survey of transplant
centers found a higher rate of complications and reoperations in laparo-
scopic donors than in open donors, the rate for laparoscopic donors was still
relatively low; second operations were necessary in only 0.9 percent, and the
rate of complications not requiring reoperation was the same. The survey
data may, moreover, have overstated the rate of complications because the
time period covered included only the early experience with laparoscopic
nephrectomy at many centers. As with many new surgical procedures,
laparoscopic nephrectomy is associated with a learning curve for both cen-
ter and surgeon at first. Su and colleagues reported a significant decrease in
laparoscopic donor complications over time at their institution. 2
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While laparoscopic nephrectomy is associated with markedly less blood
loss, shorter hospital stays, less need for narcotics, earlier resumption of
normal diets, and faster return to normal activities!3 than open nephrectomy,14
any kidney removal is a major operation requiring the patient to spend sig-
nificant time under anesthesia. Since the kidney is directly attached to two of
the major blood vessels, 1> the risk of complications and even death persists.
Also to be taken into account is the fact that, until recently, only perfectly
healthy living donors were accepted at most transplant centers, and so reports
of both mortality and complications were based on individuals who were
thoroughly screened and in impeccable health. The current use of expanded-
criteria donors may be increasing both short-term and long-term risks.

Long-Term Outcome

In addition to carrying surgical and perioperative risks, removal of one kid-
ney may have a long-term impact on donor survival time and on the func-
tion of the remaining kidney, as the result either of the surgery itself or the
loss of the added physiological “buffer” provided by two healthy kidneys.
What does the research tell us about these outcomes?

Survival Time. It is difficult to draw conclusions about long-term survival
for kidney donors because living-donor transplants have been done rou-
tinely for only a relatively short time, not beginning in earnest at many
centers until the early 1980s. Furthermore, follow-up studies differ widely
in terms of the ages of the donors, which range from eighteen to sixty-five
years; this makes it difficult to find the proper comparison group of non-
donors. A few studies have had telling results, however.

A decade ago in Sweden, for example, Fehrman-Ekholm and colleagues
found that living kidney donors actually lived longer than those of similar
age in the general nondonor population.16 There was some selection bias in
the Fehrman-Ekholm finding—that is, a bias built into the study by the
choice of subjects—since donors tend to be healthier than the average
individual, and healthier people tend to live longer. Nonetheless, the
study—at the minimum-—suggested that removal of a single kidney does
not shorten life.
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Much can also be learned from studies of patients who have had one
kidney removed for reasons unrelated to transplant surgery. Andersen and
others compared the survival rates of 232 nondonor patients who had under-
gone nephrectomy for benign disease with the Danish population from which
they were drawn. Follow-up time ranged from two months to twenty-six
years. The researchers found that if the remaining kidney was normal, the
patients’ survival time was identical to that of the overall population.1?

Finally, a number of studies have found that in the general nondonor
population, patients with mild abnormalities in renal function have a
higher rate of cardiovascular disease even when they have two kidneys.18
This is of some concern, because such abnormalities are not uncommon after
kidney donation. Kidney donors have thus far not been found to be at any
increased risk for cardiovascular disease, however. Perhaps kidney removal
is not associated with sufficient renal dysfunction to increase the risk for
cardiovascular disease, or perhaps we have not followed donors long enough
to be able to discern any increased risk. Additional long-term studies are
needed to resolve this issue.

Renal Function Twenty or More Years after Donation. Numerous studies
have compared renal function and other health indicators in donors before
and after surgery.!® Immediately after removal of one kidney there is a loss
of 50 percent of renal function, but the remaining kidney quickly starts to
compensate. Within seven days after donation, measures of kidney function
increase to 70 percent of presurgery levels; by six weeks, they rise to nearly
80 percent.20

Studies have shown no significant long-term consequences of living kid-
ney donation. Although isolated cases of renal failure after kidney removal
have been reported,2! no study that has followed a large number of donors
has found any evidence of progressive deterioration. In recognition of the
very low risks, most insurance companies do not even increase premiums
for kidney donors.22 A limiting factor in most of these studies, however, is
that the average follow-up time has been less than twenty years. Since most
living donors have a life expectancy of more than twenty years, longer
follow-up is necessary for a complete analysis of the risks.23

Four published studies do provide this longer follow-up. A 1992
University of Minnesota study compared the transplant centers own living
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donors with their nondonor siblings.24 Of the 130 people who donated
kidneys between January 1963 and December 1970, data were obtained on
78.25 Of these, 15 had died two to twenty-five years after donation, but none
of them had kidney disease at death.

For the 57 surviving donors who completed laboratory testing, all meas-
ures of kidney function observed in the study2® were within the normal
ranges; and although about one-third were taking drugs for high blood pres-
sure and about 0.25 percent had proteinuria (protein in the urine, which is
sometimes a sign of kidney disease), the donors’ siblings did not differ sig-
nificantly from them on the major characteristics of interest.2” This suggests
that medical conditions developing sometime after donation were likely to
occur in these donors even if they had not given their kidneys.

About a decade after this study, the Minnesota team conducted a similar
one, reviewing its living donors who underwent nephrectomy between June
1963 and December 1979 and bringing the maximum follow-up span to
thirty-seven years.28 Out of a total of 773 donors, data were obtained on 380
who were alive more than twenty years after donation.2® Of these, three had
abnormal kidney function, and two had undergone transplantation. The
other 375 all had normal kidney function, and their rates of proteinuria and
hypertension were similar to those of people of similar age in the general
population. Among the patients who had died before the investigators could
revisit their medical status—eighty-four in all—three had been on dialysis at
the time of death, but their deaths were largely attributable to other diseases.30

A third study by Goldfarb and colleagues followed living donors twenty
to thirty-two years after nephrectomy.3! Of 180 eligible subjects, 70 (39 per-
cent) participated in the study For them, serum creatinine levels (a rise in
which is indicative of renal dysfunction) and blood pressure were higher
than the predonation levels; all values were, however, still within the normal
ranges. Proteinuria was reported in thirteen (19 percent) of the seventy,
and two developed renal failure requiring dialysis. The overall incidence of
high blood pressure was comparable to that among people of similar age in
the nondonor population.

A fourth follow-up investigation—the study by Fehrman-Ekholm and
others already mentioned—surveyed 1,112 donors who underwent
nephrectomy in Goteborg, Sweden.32 Of these, six (0.5 percent) developed
renal failure fourteen to twenty-seven years after donation. In one of the
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six (a donor forty-five years of age), cancer developed in the remaining
kidney, which then had to be removed. The other five donors were seventy-
three to eighty-three years old at the time their end-stage disease was diag-
nosed. The investigators calculated the expected rate of renal failure in
people of similar age in Sweden’s nondonor population and concluded that
kidney donors suffered no increase in this outcome.

Future Concerns. In the United States, a growing epidemic of high blood
pressure and adult-onset diabetes—both due, partly, to a rising wave of
obesity—predisposes individuals to higher risk of kidney failure.33 Similarly,
both obesity and smoking have recently been associated with the develop-
ment of proteinuria.3* In one study of nondonors who had kidneys removed
for reasons other than transplantation, the probability of proteinuria was 60
percent in obese patients3> ten years after their surgery, rising to 92 percent
after twenty years. In contrast, the probability of proteinuria ten years after
surgery for patients who were not obese was a mere 7 percent; after twenty
years, it was still only 23 percent.36 Given that obese individuals are now
accepted as kidney donors, these findings are of some concern. Additional
studies are necessary to determine if this type of donor is subject to increased
long-term risk.

Comparative Progress of Kidney Disease. A critical question which so far
has been very little explored is whether living donors who subsequently
develop any form of kidney disease, even years after nephrectomy, will expe-
rience renal failure more quickly than nondonors with kidney disease. A
long-term donor follow-up study published in 2002 by the University of
Minnesota researchers identified nineteen living donors who developed
diabetes six to thirty-four years after donation.3” In addition, a small num-
ber of nondonors with diabetes or with polycystic kidney disease (a heredi-
tary condition in which both kidneys develop multiple, enlarging cysts) who
underwent nephrectomy were studied.3® The limited evidence suggests they
did not develop renal failure more rapidly than patients with those same
diseases who had not undergone nephrectomy:.

Quality of Life. In general, living kidney donors report a quality of life sim-
ilar to, or even better than, that of people in the general population.3® Some
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concerns have been raised, however, about recovery and future health,*0 the
amount of time taken to return to routine daily activities and commitments,*!
financial consequences,*2 and potential penalization by life or health insurance
companies following kidney donation.*3 In addition, many living donors
report feeling abandoned by the transplant program after surgery and are dis-
appointed by the lack of follow-up after their discharge from the hospital . #*

All of these findings warrant further investigation. Because most living
donors to date have been relatives of the recipients, most studies have been
of living related donors, which leaves questions concerning unrelated
donors. Most, moreover, have involved donors who underwent open
nephrectomy. Anecdotal reports suggest that the problem of poor to nonex-
istent follow-up besets laparoscopic donors, t00.4°> Learning if the same
issues develop for unrelated donors and after laparoscopic nephrectomy will
be important to designing protocols for transplant programs that increase
satisfaction with the process for all living donors.

Conclusion

Obtaining comprehensive answers to questions about risks to living kidney
donors is critical, especially with regard to long-term follow-up. Since many
donors are in their twenties and thirties at the time of donation, it is impor-
tant to understand any increased risks four, or even six, decades later. The
National Institutes of Health recently provided funding to a consortium of
transplant centers to study long-term donor risks. The goal of the consor-
tium is to obtain follow-up information on all donors from the 1960s,
1970s, and 1980s. Research on surgical and perioperative risks will doubt-
less continue, as well.

In the meantime, what conclusions should be drawn about the risks of
living kidney donation by individuals who are considering becoming
donors? First, they must appreciate that donation is major surgery and, like
any major surgery, it carries real, though low, risks of serious complications
and, rarely, death. Recuperation from laparoscopic surgery is relatively rapid,
with several weeks to resumption of most tasks (except for heavy physical
exertion). Second, they should know that, following surgery, donors
live longer than the general population. This makes sense as they are, in
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general, a very healthy population to begin with. Also, the overall mental
and physical health of donors is comparable to that of the general popula-
tion; where there are differences, they have manifested as slightly higher
rates of elevated blood pressure and above-average levels of protein in the
urine. There is no evidence that these differences contribute to future med-
ical problems for the donor.

In terms of our understanding of long-term outcome for living donors,
the retrospective nature of the studies so far conducted, the relatively small
number of living donors studied, and the often low response rates to donor
questionnaires constitute major limitations. Also, no study to date has been
able to obtain long-term follow-up data on every patient in its sample. Still,
no study has shown an increased rate of mortality or complications, includ-
ing renal disease, among donors who, it must be emphasized, are healthy
people to begin with. Long-term quality of life, moreover, appears to be
excellent after donation.
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The outlook for patients diagnosed with chronic renal failure improved
dramatically in 1972, when Congress mandated the establishment of the
End Stage Renal Disease (ESRD) Program under the umbrella of Medicare.
This program was created to provide dialysis and kidney transplantation for
renal patients regardless of age, income, disability level, or insurance cover-
age, as long as they were legitimate beneficiaries of Social Security.

Whereas patients with end-stage renal disease were almost certain to
face premature death before the ESRD program was established, after 1972
the number of patients living with chronic renal failure rose sharply and
steadily. Early studies predicted that 10,000 new patients would begin
dialysis each year, an estimate that later proved to be a vast underestimate of
the actual growth in the dialysis population.! In 1978, for example, over
14,000 new patients initiated dialysis; in 1986, this number had grown to
32,000.2 By 2005, there were 97,143 patients beginning dialysis, and the
total number of dialysis patients had reached 314,000.3

In tandem with the rising number of patients, annual dialysis expendi-
tures quickly ballooned. The first year of implementation required a budget
of $229 million, with the expectation that costs would level off at about
$250 million per year.* With the successful treatment of thousands of new
patients, expenditures instead rose exponentially: $1.4 billion was spent in
1980; $3 billion in 1987; $5 billion in 1990; and $12.3 billion in 1998.5
Given that this figure had increased to $17 billion per year by 2005,6 a

19
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projected cost of over $22 billion to the federal government by 2010 is not
unreasonable.” Altogether, ESRD participants, who represented 1.2 percent
of all Medicare beneficiaries, accounted for 8.2 percent of the Medicare
budget in 2005.8 In 1974, this same subgroup was responsible for only
0.01 percent of Medicare costs.”

Aside from death, the only way a dialysis patient can cease treatment is
to receive a successful organ transplant; yet over 130,000 dialysis patients
with a “good prognosis” (defined as an expected survival of five years or
longer on dialysis) are never even referred for transplantation.19 In addition
to conferring great clinical benefits, an increased transplantation rate would
translate to considerable cost-savings in ESRD treatment. In the following
discussion we will show that renal transplantation has been repeatedly
found to reduce health-care costs significantly in comparison with dialysis,
with transplant recipients experiencing improved health both in terms of
additional years and quality of life. These findings have been consistent over
three decades and across nations, and they suggest that the added cost of
compensation for kidney donors would not make transplantation less cost-
effective in comparison with dialysis, even if the cost difference between the
two treatments were smaller than they currently are.

Economic Studies of Renal Replacement Therapy

The costs of ESRD are, in large part, directly attributable to routine renal
replacement therapy (RRT), which is necessary for all ESRD patients to
remain alive. RRT options include hemodialysis, peritoneal dialysis, and
renal (kidney) transplantation. Hemodialysis is the regular removal of waste
products from the blood, for which patients are attached to a machine by
some form of intravenous access. Patients typically have hemodialysis ses-
sions lasting three to four hours, three days per week, at outpatient facilities.
Peritoneal dialysis is the regular removal of waste products by the placement
of specially formulated fluids into the abdominal cavity. Peritoneal dialysis
must be performed on a daily basis, but can be done at home. Renal trans-
plantation is the replacement of the patient’s poorly functioning kidneys by
a kidney from a deceased or living donor. Successful transplantation elimi-
nates the need for dialysis but requires the patient to take a regular regimen
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of immunosuppressive medications for the remainder of his or her life to
help prevent the recipients own immune system from attacking and reject-
ing the new kidney:.

Of the several types of renal replacement therapies, transplantation is
the most clinically effective. According to life expectancy figures from
2005, a man between the ages of forty and forty-four could expect to live
just over eight years on dialysis; if he were to receive a transplant, he could
expect to live just over twenty-three more years than that. Drawing on
these same figures, a woman between fifty-five and fifty-nine could expect
to live just over five years on dialysis, and very nearly an additional six-
teen years with a transplant.l! In addition, an individuals quality of life
would improve dramatically once he or she were no longer dependent on
dialysis in any form.!2

The various forms of renal replacement therapy are some of the most
frequently studied treatments in the health economics literature, in part
because of the substantial health and economic burdens of ESRD. One of
the principal purposes of economic evaluations of health-care technologies
such as RRT is to quantify the relative value of various treatment or diag-
nostic options in order to set priorities for the allocation of scarce
resources.!3 Economic studies of RRT have been conducted using both
cost-benefit analysis and cost-effectiveness analysis. Cost-benefit analysis
enumerates costs and benefits of a program in dollars or other currency
units.!4 In the health-care context, this requires assigning a monetary value
to the length and quality of life. Because this explicit evaluation of outcomes
has made cost-benefit analysis controversial from an ethical perspective,
cost-effectiveness analysis has been more commonly used for economic
evaluation in health care.

In cost-effectiveness analysis, the costs and health benefits of alternative
medical interventions are compared from a societal perspective.l> This
allows scholars to determine the incremental cost-effectiveness ratio (ICER)
between two or more medical practices or policies—that is, the incremental
cost per unit of health gained with one treatment program compared
to another. In the current health-care environment, it is rare for a patient
with a given condition to go without any treatment, and so the relevant
comparator for a treatment in a cost-effectiveness analysis is usually an alter-
native treatment as opposed to no treatment at all.
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When comparing two treatments, the ICER can be expressed with the
formula
(Cost, — Costy)

(Effectiveness, — Effectiveness;)

The difference in costs between two treatments includes, at minimum,
differences in the direct medical costs of caring for patients, such as the costs
of medications, diagnostic tests, procedures, and hospitalizations, and also
indirect costs, such as the time devoted by patients and caregivers to carrying
out treatment plans. A societal perspective on costs should also include all
future net resources used (nonmedical consumption plus medical expendi-
ture minus earnings).1¢ Differences in the effectiveness of treatments can
be expressed using different measurements, including the rate of specific
complications, life expectancy or life years, and quality-adjusted life years
(QALYs). The QALY is intended to account for changes in both morbidity and
mortality, and analyses that use the QALY as a measure of effectiveness are
referred to as cost-utility analyses. QALYs are calculated by multiplying the
time spent in specific health states by quality-of-life weights called utilities
that are assigned to those specific health states.!” An alternative to the quality-
adjusted life year is the disability-adjusted life year (DALY), a measure that
accounts for morbidity in terms of disability rather than quality of life.!8

The ICER that is generated by a cost-effectiveness analysis must be inter-
preted with specific attention to the magnitude and direction of the difference
in costs (the numerator in the above formula) and the difference in effective-
ness (the denominator). In cases where the difference in effectiveness is
negative, the treatment in question is harmful in comparison to another
and would therefore not be considered as a desirable alternative (unless it
actually saved money, in which case the more costly and effective baseline
treatment option might be better viewed as the treatment whose cost-
effectiveness was being considered). In cases where the effectiveness measure
is positive, the treatment in question improves the health of patients, or is
beneficial. Such a treatment would therefore be considered for adoption.

Among treatments that are beneficial, some are cost-saving compared to
the alternative, while others incur additional expense. Beneficial cost-saving
treatments are, unfortunately, rare, since the majority of new treatments
improve health but at an additional expense. Whether a given additional
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expense for better health is worthwhile is often the subject of intense debate
and controversy, especially in relation to insurance coverage decisions.
ICER results for new treatments are typically compared to historical ICER
thresholds for treatments that are already reimbursed by government or
private insurers.

Because medical coverage of patients with ESRD is explicitly covered by
federal mandate, the ICERs from cost-effectiveness analyses of renal replace-
ment therapy have been used as thresholds for subsequent analyses of other
therapies in all areas of medical cost-effectiveness analysis. The threshold
most commonly used in determining if a treatment is worthwhile is $50,000
per life year gained.!® Many have criticized the appropriateness of this thresh-
old, which actually comes from a Canadian study of the cost-effectiveness of
hemodialysis, and more recent studies of the value of health improvements
have suggested thresholds of $100,000 to $400,000 per life year gained, with
midpoint estimates most often around $200,000.20 These thresholds are used
to assess ICERs generated from cost-effectiveness analyses of new treatment
interventions; those with ICERs lower than the thresholds are considered to
be of good value.

Gathering the Data

To assemble an overall picture of the cost-effectiveness of kidney transplants
as compared to other renal replacement therapies, we searched a number
of electronic databases, including the Harvard/Tufts database of cost-
effectiveness analysis (CEA) studies, the Cochrane Library of CEA studies,
and the MEDLINE for studies published from 1968 to 2007, using the key
words “kidney transplantation” and “cost-effectiveness” or “renal transplan-
tation” and “cost-effectiveness.” In addition, we checked the references of
initially identified studies, as well as those included in a recently conducted
review article.2! We excluded CEA studies that only evaluated the economic
value of specific innovations in renal transplantation management, such as
new immunosuppressive agents. Instead, we focused specifically on the
overall economic value of renal transplantation.

In total, we found seventeen studies describing unique analyses assess-
ing the cost-effectiveness of renal transplantation.22 From each, we gathered
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data including year of publication, country of origin, perspective of analysis
(that is, whether the cost-effectiveness of the various treatments were viewed
from a societal perspective or from that of a public insurer, such as Medi-
care), treatment comparison, difference in costs, difference in health effects,
and the incremental cost-effectiveness ratio. Our review included studies
reporting the different measures of effectiveness described earlier (such as life
years, quality-adjusted life years, and disability-adjusted life years), and we
converted all ICERs to 2006 U.S. dollars for purposes of comparison.

Having collected all this information, we next grouped the studies
by treatment comparison. As mentioned earlier, patients today rarely go
without any treatment for their conditions, so the more recent studies have
directly compared different forms of renal replacement therapy, namely
hemodialysis and renal transplantation. The majority of early studies
presented the cost-effectiveness ratio of various forms of renal replacement
therapy as compared to no therapy for patients with end-stage renal disease.
In both periods, some studies have done both.

Results for renal transplantation were further subdivided by type. Some
studies ignored the differences in economic value between cadaveric
(deceased) donor renal transplantation (CDRT) and living donor renal trans-
plantation (LDRT). Others evaluated CDRT and LDRT separately. This latter
distinction is significant, since the effectiveness of LDRT is greater than that
of CDRT.

The Cost-Effectiveness of Transplantation versus No Treatment

Twelve studies provided estimates of the cost-effectiveness of renal trans-
plantation versus no treatment for end-stage renal disease, shown in tables
2-1 and 2-2. In each of these studies, the costs and health effects of each
individual form of renal replacement therapy were compared to the costs
and health effects of pursuing no treatment; more precisely, renal trans-
plantation was compared with no treatment, and then hemodialysis was
compared with no treatment. These analyses, therefore, provided parallel
incremental cost-effectiveness ratios for renal transplantation and for various
forms of hemodialysis, allowing for an indirect comparison of transplanta-
tion and hemodialysis.
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In all studies, renal transplantation had the lowest ICER, which is to
say, it produced the greatest health benefit at the lowest cost per unit of
benefit (see table 2-2). For example, the study by Klarman examined the
cost-effectiveness of center-based hemodialysis (CHD in the table), home
hemodialysis (HHD), and renal transplantation, each compared to no
treatment. It found that renal transplantation produced the most cost-
effective increase in life expectancy. As compared to no treatment, the
ICER for center-based hemodialysis was $71,800 per life year; for home
hemodialysis it was $26,000 per life year; and for renal transplantation it
was $16,000 per life year.23 In layman’s terms, this means that the cost to
society of a year of life from funding a kidney transplant would be $16,000,
while providing the same degree of extended health through
dialysis would cost $26,000 (for dialysis at home) or $71,800 (for dialysis
in a hospital).

Across these twelve studies, the ICERs for renal transplantation
ranged from $16,000 to $69,000 per life year gained. Between the two
forms of renal transplantation, living-donor transplants (LDRT) had a
consistently lower ICER than cadaveric donations (CDRT). These differ-
ences ranged from approximately $7,000 per life year to $22,000 per
life year.

Cost-Effectiveness of Transplantation versus Hemodialysis

Seven studies provided data that allowed for the direct evaluation of the cost-
effectiveness of renal transplantation versus hemodialysis (table 2-3). In six
of the seven, renal transplantation was found to reduce costs while increas-
ing, respectively, life years, quality-adjusted life years, or disability-adjusted
life years. This finding has been consistent since 1968. Cleemput and
colleagues found transplantation to be a very good value as compared to
dialysis even in nonadherent patient populations—that is, among patients
who only irregularly took their immunosuppressive medications follow-
ing transplant.2*

In sum, with renal transplantation consistently demonstrating greater
benefits than either hemodialysis or no treatment at a ratio that compares
favorably to accepted thresholds for cost-effectiveness, the literature
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TABLE 2-1
CoOSsT AND EFFECTIVENESS RESULTS COMPARING DIFFERENT FORMS OF
RENAL REPLACEMENT THERAPY TO NO TREATMENT

Renal transplantation

Author op
and year Country Perspective Non-specific RT CDRT
AC AE AC
Klarman 1968 USA Societal $44K 17LY —
Stange 1978 USA Public insurer —
Roberts 1980 USA Public insurer — — $123K
Ludbrook 1981 United Societal NA NA —
Kingdom
Schersten 1986 Sweden Unclear —
Garner 1987 USA Public insurer — — NA
Societal — — NA
Sesso 1990 Brazil Public insurer — —
Croxson 1990  New Public insurer — —
Zealand
Karlberg 1995  Sweden Unclear —
Laupacis 1996  Canada Societal $67K  0.65 QALY —
(yr 1 (yr
$27K 0.62
(yr 2) (yr 2)
De Wit 1998 Netherlands  Societal NA NA —
Kaminota 20011 Japan Societal — — 26K Yen

Notes: RT = renal transplantation; CDRT = cadaveric donor renal transplantation; LDRT = living donor
renal transplantation; CHD = center hemodialysis; HHD = home hemodialysis; AC = difference in
costs (as originally reported); AE = difference in effectiveness; NA = data not available in publication;

strongly supports the idea that renal transplantation can be a highly
cost-effective therapy in the general population of persons with end-stage
renal disease.

The one exception to this finding was a 2003 study by Jassal and col-
leagues of renal transplantation in the elderly. They found that while
transplantation did improve patient health in this important subpopula-
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Renal transplantation Hemodialysis
CDRT LDRT CHD HHD
AE AC AE AC AE AC AE
— = = $104K OLY $38K OLY
8LY $108K 14LY $209K 8.4LY $126K 9.5LY
— — — NA NA NA NA
NA NA NA NA NA NA NA
NA NA NA NA NA NA NA

— — — $72K 052 QALY  — —

— — — NA NA — —
12 DALYs 26K Yen 15 DALYs 131K Yen 20 DALYs — —

LY = life year; QALY = quality-adjusted life year; DALY = disability-adjusted life year; ¥ = numbers reflect
average difference in costs and effectiveness for patients 0-50 years of age.

tion, the benefits came at an additional cost compared to hemodialysis.
This cost per additional gain in health rose in older ages. For a cadaveric
transplant with a two-year waiting period, the ICER for a healthy sixty-
five-year-old was $80,731 per quality-adjusted year, while for a patient
older than seventy-five it rose to $118,576 per QALY.25 This observation
of rising ICERs with advancing age is typical of many cost-effectiveness
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TABLE 2-2

INCREMENTAL COST-EFFECTIVENESS RATIOS FOR STUDIES COMPARING
DIFFERENT FORMS OF RENAL REPLACEMENT THERAPY TO NO TREATMENT

Author

and year Country Perspective
Klarman 1968 USA Societal
Stange 1978 USA Public insurer
Roberts 1980 USA Public insurer
Ludbrook 1981 United Kingdom  Societal
Schersten 1986 Sweden Unclear
Garner 1987 USA Public insurer
Garner 1987 USA Societal

Sesso 1990 Brazil Public insurer
Croxson 1990 New Zealand Public insurer
Karlberg 1995 Sweden Unclear
Laupacis 1996 Canada Societal

De Wit 1998 Netherlands Societal
Kaminota 2001 Japan Societal

Notes: ICER = incremental cost-effectiveness ratio; RT = renal transplantation; CDRT = cadaveric
donor renal transplantation; LDRT = living donor renal transplantation; CHD = center hemodialysis;

analyses of preventive therapies;26 the health gains of medical treatments
are typically smaller for older patients than younger ones because of their
relatively shorter life expectancy. Nevertheless, the ICERs found in this
study were still well below modern thresholds for defining cost-effective
therapies. In addition, the variable that was the most important determi-
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ICER (treatment compared to no treatment, 2006 U.S. dollars)

Renal transplantation Hemodialysis
Non-specific RT CDRT LDRT CHD HHD
16,086/LY — — 71,805/LY 25,994/LY
44,762— — — 93,603/LY 59,916/LY
54,670/LY

— 45,927/LY  23,780/LY 76,351/LY 40,915/LY
27,743— — — 60,615— 43,946—
39,749/LY 95,702/LY 49,541/LY
16,436— — — 77,167/LY —
25,761/LY

— 49,891 37,418 69,707— 55,603—

—68,775/LY  49,541/LY 70,640/LY 56,069/LY

— 31,357- 19,117- 61,430- 39,749—

61,314/LY  41,614/LY 70,640/LY 49,658/LY

— 13,056/LY 5,712/1Y 18,767/LY —

— 19,350/LY — 36,952/LY 29,491/LY
13,871/LY — — 83,346/LY —
110,972/ — — 150,605/ —

QALY (yr 1) QALY
48,026/
QALY (yr 2)
15,737/LY — — 83,462/LY —
17,485/QALY 119,248/QALY

— 27,567/ DALY 21,476/ DALY 113,332/ DALY —

HHD = home hemodialysis; LY = life year; QALY = quality-adjusted life year; DALY = disability-adjusted
life year.

nant of whether transplantation would be cost-effective in elderly patients
was time spent waiting for a cadaveric transplant. Transplantation in the
elderly became less valuable the longer the patients waited, suggesting
that living-donor transplantation may be particularly beneficial in this
population.
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TABLE 2-3
STUDIES COMPARING RENAL TRANSPLANTATION AND HEMODIALYSIS
Difference in
costs of RT over
costs of HD Difference in ICER
Author Unique (originally reported,  Effectiveness (2006 U.S.
and year question Country time span) of RT over HD  dollars)
Klarman 1968 USA -$59,500 8 LYs Transplant
cost-saving
Roberts 1980 — USA -$100,616 5.57 1Ys Transplant
(LDRT) cost-saving
Laupacis 1996 ~ — Canada -$7,119 0.12 Transplant
(year 1) QALY cost-saving
-$43,395 (year 1)
(year 2) 0.11 QALY
(year2)
Jassal 2003 Elderly North $77,000 1.1 QALYs 80,731/
population  America (lifespan for healthy QALY
65 year-old; CDRT,
2 year wait)
Whiting Organ Canada -$104,000 1.99 QALYs Transplant
2004 donor (20 years) cost-saving
Initiatives
Matas 2003 Payment for  USA -$94,579 3.5 QALYs Transplant
living donor (20 years) cost-saving
kidneys
Cleemput Adherence  Europe -$48,717 Euros ~ 5.20 QALYs Transplant
2004 (adherent) (adherent) cost-saving
-$86,897 Euros  4.09 QALYs
(nonadherent) (nonadherent)

Notes: RT = renal transplantation; HD = hemodialysis; CDRT = cadaveric donor renal transplantation; LDRT =
living donor renal transplantation; LY = life year; QALY = quality-adjusted life year; DALY = disability-adjusted
life year.

The Cost and Benefits of Kidney Transplantation
and the Value of a Kidney

The monetary value of a kidney has rarely been considered in the numerous
cost-effectiveness analyses that have been conducted of kidney transplanta-
tion, with most studies having limited their cost-accounting to the direct
expenses of organ procurement and the transplant procedure. For example,
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Hornberger and colleagues used Health Care Financing Administration
data to estimate a cost of $64,660 for an initial transplant and $70,480 for a
second transplant.2” These estimates did not include the value of the kidney
itself to the recipient, nor any of the costs (medical or nonmedical) possibly
incurred by a living donor.

One approach to calculating the monetary value of a kidney is to deter-
mine how high that value would have to be to shift the overall conclusion of
a cost-effectiveness analysis—in other words, to assess how much a kidney
would have to cost to prevent transplantation from being more cost-effective
than hemodialysis. The study by Matas and colleagues did this in its inves-
tigation of society’s willingness to pay for living unrelated-donor kidneys.28
Based on the assumption that every living-donor kidney shortens the
waiting list for a cadaveric kidney, the study compared the costs of hypo-
thetical patients’ receiving living-donor kidneys versus their spending a life-
time on dialysis waiting for donors. They found that living unrelated-donor
kidney transplants would be cost-saving for society if the patients paid
donors up to $102,000 for their organs—a figure essentially representing the
costs saved by choosing a living unrelated-donor kidney transplant over
dialysis. Moreover, if one were to incorporate the value of the gain in
quality-adjusted life years resulting from a living unrelated-donor kidney
transplant into this estimation, transplantation would remain cost-effective
even if the cost of the kidney were to rise as high as $306,403. Matas and
colleagues based this calculation on a value of $50,000 per QALY. Using a
higher value of a QALY would have further increased this allowable cost
of transplantation.

Conclusion

Renal transplantation, especially living-donor renal transplantation, is the
most beneficial treatment option for patients with end-stage renal disease
and is highly cost-effective compared to no therapy. In comparison to dialy-
sis, renal transplantation has been found to reduce costs by nontrivial
amounts while improving health both in terms of the number of years of life
and the quality of those years of life. These findings have been consistent
over three decades and across nations.
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While the studies examined here consistently indicated that renal trans-
plantation is a good value for society, very few directly acknowledged the
limited supply of available kidneys, and none acknowledged the cost of the
kidney in terms of payment to a donor. We suspect that the cost of a kidney
has been excluded from analyses because of the highly controversial nature
of assessing such a cost.

Controversy aside, economic evaluations of transplantation programs
should consider including the cost of a kidney to provide a more valid
assessment of alternative programs. This is not a simple matter. To some
extent, the cost of a kidney can be ascertained from its value on the current
black market, but on a regulated, legal market its cost would surely be quite
different. Among the studies we reviewed, only one put a price on a living
kidney, placing it at approximately $300,000.2° This value was estimated
without any consideration of the interaction of market supply and demand
and represents a purely intrinsic value of a live kidney. If living kidneys
become more readily available, this price should eventually decrease, leav-
ing buyers with a surplus.

As the legal and ethical debate surrounding kidney transplantation
evolves, so, too, will the economic evaluation of kidney transplantation pro-
grams. Current health economic studies are increasingly evaluating efforts to
increase the supply of kidneys by methods such as the use of organs from
expanded-criteria donors (ECD). These kidneys, which may come from liv-
ing or cadaveric donors, are typically not absolutely healthy and would be
considered less than ideal. Although the risk of their failing is greater, the
high value and continuing shortage of kidneys suggest that transplantation
of ECD kidneys might also have the potential to be both clinically valuable
and cost-effective under some circumstances.

The medical community, having now understood the cost-effectiveness of
renal transplantation, has begun to address secondary health-economic ques-
tions about the procedure. A recent study examined the role of recipients’ pref-
erences in treatment decisions, including those toward accepting or rejecting a
kidney based on increased information about its quality3© It was found that
incorporating the patient preferences led to a 6 percent increase in
quality-adjusted life years. Also to be considered are the economic implications
of retransplantation, which Hornberger has examined. This practice is becom-
ing more common, as patients now outlive their first transplanted kidneys.
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Future medical innovations, such as retransplantation, will clearly affect
the calculations presented here. The long-term economic value and impact
of kidney transplantation will continue to change as, for instance, improve-
ments in immunosuppressive medications enhance patients’ ability to stave
off organ rejection while minimizing side effects of the drugs. Future cost-
effectiveness analyses of kidney transplantation will be needed to help estab-
lish the economic value of therapeutic innovations, revise the economic
value of renal transplantation versus dialysis, and, perhaps, determine the
setting of financial incentives for organ donation.
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Operational Organization of a System for
Compensated Living Organ Providers

David C. Cronin II and Julio ]. Elias

In the face of the growing shortage of donor kidneys for patients critically
ill with end-stage renal disease, the only feasible way to eliminate the long
queues for transplants is to increase the supply of organs. Many strategies
have been undertaken to accomplish this: the institution of the
Breakthrough Collaborative, sponsored by the Health Resources and
Services Administration (HRSA);! the development of donor registries; the
acknowledgment of advance directives, such as donor cards and driver’s
license designations; the launching of awareness campaigns; and, more
recently, a program focused on exchanges among multiple donors and
recipients.? Despite modest gains, however, all these efforts have failed to
narrow appreciably the gap between the supply of and demand for donor
organs. In the last decade, the shortage has become so severe that many
transplant experts and organizations, including the ethics committees of the
United Network for Organ Sharing (UNOS), the American Medical
Association, and the American Society of Transplant Surgeons, have started
to reconsider programs based on donor compensation as a more effective
way to encourage donations.3

Many initiatives to increase organ donations through payments have
concentrated exclusively on organs from deceased donors. Even if we were
to attain all potential deceased-donor organs, however (approximately 1-2
percent of all deaths each year result in usable organs), the current and pro-
jected demand would not be met.* The proposal we present here, therefore,
will focus on compensating living providers.>

34
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Our focus on living providers is motivated by several facts: The living
provide the largest pool of potential organs for transplantation; living
donors currently provide kidneys for over 40 percent of all kidney trans-
plants; and kidneys from living donors result in the best patient- and organ-
survival rates for recipients.® Furthermore, compensation offered directly
to living providers avoids several problems that might occur with compen-
sated deceased-donor transplants. The latter process might be complicated,
for instance, by families refusing to allow the organs to be taken after death,
or familial disagreement and tension over whether to accept remuneration,
and to whom it should go. And while the indelicacy of offering a reward to
the immediately bereaved would be averted by a forward market, in which
the estate of a prospective provider would receive payment upon his death
if his organs were usable, it would leave unaddressed the fact that the
demand for kidneys would far outstrip the deceased-provider supply even if
all usable organs were harvested.

A further constraint we have placed on our proposed system is the exclu-
sion of the paid provision of organs by the living to specified individuals.
Such directed transfers would still be permitted, but they would not be com-
pensated. The intention is to preserve private opportunities for people driven
by a sense of loving obligation to rescue their sick friends or relatives. This
system of directed donors would be able to act quickly. A compensation
scheme, by contrast, would be a government-sponsored mechanism by
which distribution of organs to a waiting population of candidates would
be driven without discrimination by an algorithm, similar if not identical to
the manner in which UNOS distributes anonymous deceased-donor organs
under the current system.”

In this chapter we develop and evaluate a basic framework for the pro-
curement and allocation of organs from compensated living providers. We
then consider two different models of organ procurement and compensa-
tion. The first is a regulated, centralized system in which the federal govern-
ment or a designated agency acts as the only authority with the power to
provide financial compensation and allocate organs for transplantation.® The
second approach is a regime in which the government issues a set of rules
and regulations that provide a legal framework for private arrangements.
Under this arrangement, the buyer and provider are free to set the value for
their transaction.
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In both cases, we discuss the effectiveness of the models in increasing the
numbers of healthy kidneys used in transplantation, and how the models
could be incorporated into the current system of organ procurement and
allocation. We also discuss the role of physicians and transplant centers in
the proper screening and selection of providers, post-transplant care, and
other steps in the process of organ procurement. We do not enter into the
many complex ethical issues involved in providing financial incentives for
living organ providers, which are addressed in chapters 1, 5, and 6.

Basic Framework for a Compensation System

A number of common features must underlie any system of organ procure-
ment; foremost among them are the safety of the providers, informed consent,
and confidentiality of the transactions. The basic organizational features
of the compensation models would rely heavily on the current system of
deceased-donor allocation and recipient follow-up, as regulated by the
Organ Procurement and Transplantation Network (OPTN) and administered
by UNOS. Figure 3-1 presents an organizational chart of the basic frame-
work. Each box in the diagram represents a different set of agents or agen-
cies that would be involved in the procurement and transplantation of
organs from compensated living providers. The evaluation, allocation, and
follow-up of compensated providers would be the responsibility of the region-
ally based organ procurement organizations (OPOs). Currently, OPOs are
linked to the centralized UNOS computer. They individually coordinate the
logistics among the families of deceased donors, the organs that are
procured, the transplant centers, and the potential transplant recipients
within well-defined geographic areas.

In the proposed system, oversight of the OPOs” compensated-provider
program would be conducted by a newly formed National Providers
Registry (hereafter referred to as “the registry”), a centralized administrative
agency set up under the auspices of the U.S. Department of Health and
Human Services and separate from OPTN/UNOS. The current mechanism
of oversight for procurement and distribution of deceased-donor organs
would remain intact and operate in parallel. Kidney procurement from the
provider, transplantation into the recipient, and medical follow-up for both
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FIGURE 3-1
Basic FRAMEWORK FOR COMPENSATED-PROVIDER PROGRAMS
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would be the responsibility of the transplant center. In addition to oversee-
ing the OPOs, the registry would maintain all data relevant to the compen-
sated provider, including follow-up. Descriptions of the various agencies and
their functions follow.

Organ Procurement Organizations. Currently, forty-eight OPOs accredited
by the Association of Organ Procurement Organizations (AOPO) are located
throughout the United States.® Assigning to the OPOs the responsibilities of
provider screening, evaluation, and allocation in the new system would be
in keeping with their current mission of:

advocacy, support, and development of activities that will maxi-
mize the availability of organs and tissues and enhance the quality,
effectiveness, and integrity of the donation process.10
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OPOs presently manage and coordinate all aspects of deceased-donor
organ procurement and allocation. Many are also involved in tissue pro-
curement (skin, bone, heart valves, and so forth) from deceased donors. In
addition, OPOs provide educational programs for hospitals, health-care per-
sonnel, and the general public in the area of organ and tissue donation and
transplantation. These entities provide a critical interface between the
deceased-donor organ and the transplant center and are highly regulated by
a variety of state and federal agencies; for example, donor allocation within
particular geographic areas follows the standard UNOS algorithm.!!
Consequently, OPOs have an intimate understanding of the donor allocation
system and a close working relationship with the area transplant centers.
They are uniquely positioned and qualified to expand their role to include
evaluation and allocation of compensated providers.

Under our proposed system, the OPO would assume a primary role as
liaison between the compensated-provider candidate and the transplant cen-
ter, educating applicant providers about the transplantation process, risks of
surgery, nature of recovery, and impact on future health, performing medical
and psychological evaluations, and allocating providers based on the UNOS
algorithm or other scheme devised by an independent body, such as the
American Society of Transplant Surgeons. The OPO would be responsible
for coordinating compensated-provider follow-up and for the reporting of
immediate, short-term, and long-term follow-up health data to the National
Provider Registry mentioned above. As in its present role in the allocation of
deceased-donor organs, the OPO would be responsible as well for covering
the costs associated with compensated-provider evaluation and allocation,
charging the transplant center the costs incurred for allocation of the
provider, and paying the provider once the organ is procured. In addition,
the OPO would encourage compliance of the provider with intermediate
and long-term health assessments by distributing payments as installments
to be spread across the prescribed period of follow-up health checks.

To expand services to accommodate compensated providers, the OPO
would contract with or hire health-care personnel, such as physicians, social
workers, donor advocates, mental health experts, and others (as determined
by national standards) to carry out the standardized evaluation of the
compensated-provider candidate. Health-care providers employed by the
OPO would serve the candidate organ provider, but have no authority over
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or, influence on the referral process to a particular listed candidate or trans-
plant center. In this context, the current UNOS requirement for the provi-
sion of separate donor and recipient teams would easily be met. The health-
care providers, working under the direction of the OPO, would have only
the compensated organ provider as their primary charge, as the potential
recipient would be unidentified at this stage of the evaluation.

Compensated-provider evaluations would be performed at the OPO
facilities (which might require modest expansion of current facilities). Most
of the laboratory testing required is already performed by the OPO for
deceased-donor evaluations, while radiological evaluation, cardiopulmonary
testing, endoscopy services, and other specialty services outside of current
OPO capability could be referred out on a consulting basis to any medical
center or physician practice.

Transplant Centers. In any compensation model, the allocation of accept-
able providers would only be made to existing transplant centers that had

» official registration as participating centers;
* Medicare certification for kidney transplantation;

* designation as members in good standing with OPTN/UNQOS;
and

o certification by UNOS in the performance of living-donor kidney
transplantation.

A compensated kidney provider would be allocated to a listed transplant
candidate based on current UNOS policy pertaining to deceased-donor
organs. The transplant center at which the candidate is listed (allocation to
candidates listed at multiple centers would default to the center with the
longest wait time) would be provided with the comprehensive evaluation of
the living provider conducted by the OPO; upon review the center would
have the opportunity to accept or decline the compensated provider or
request further testing. In cases where the center requested additional test-
ing or declined the offer, the center would be required to submit written jus-
tification of its action to the OPO within a specified period of time. (For
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these situations, a formal process of review and action would need to be
constructed.)

Upon acceptance of the allocation, the compensated provider would be
interviewed, with final evaluation and scheduling taking place at the trans-
plant center. Organ procurement and transplantation would then proceed in
the traditional fashion. The transplant center would be responsible for post-
operative care and treatment of any complications, either immediate or
delayed, experienced by the provider.

National Provider Registry. The National Provider Registry, the proposed
centralized administrative agency under the auspices of the U.S. Department
of Health and Human Services and separate from OPTN/UNOS, would be
charged with establishing and enforcing standardized criteria for evaluation,
acceptance, and follow-up of compensated providers. Oversight would be pro-
vided by a panel constituted of health-care providers, legal representatives, kidney
transplant recipients, public representatives, clergy, ethicists, and other compen-
sated providers. Policy development would be accessible and transparent.

All compensated providers who presented themselves for evaluation
and proceeded beyond the introductory phases (see below) would be regis-
tered in a database according to name, birth date, Social Security number,
biological compatibility factors (such as blood type and tissue type, also
known as HLA type),13 and disposition of provider status (accepted, rejected,
failed to complete evaluation, or declined to participate); and information
necessary for the organ removal and transplant would be delivered to desig-
nated transplant centers. Follow-up health information and data on all com-
pensated providers used for transplantation would be recorded. The registry
would hold confidential all compensated-provider information according to
current policy on patient confidentiality under the federal Health Insurance
Portability and Accountability Act (HIPAA).14

Process of Compensated-Provider Evaluation,
Allocation, and Follow-Up

Institution of a program of compensated providers would be well-
publicized, with basic selection criteria announced and those interested in
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participating directed to any of the regionally based!> OPOs for three
phases of registration and assessment: the introductory phase, the data-
acquisition phase, and the evaluation phase. Accepted providers would
then be sent on to transplant centers for the allocation phase and comple-
tion of the transplant.

Introductory Phase. Protection of providers must be at the core of any
proposed kidney transplantation network. Currently, living donors are
evaluated by individual transplant centers using many different protocols
and standards. This variability has recently prompted OPTN/UNOS to pro-
pose standard criteria for donor evaluation and acceptance, to which all
transplant programs will be expected to adhere.16

In a market system, the fundamental task of ensuring adherence to such
an established, transparent set of provider inclusion and exclusion criteria
would still be performed by certified OPOs according to a standardized tem-
plate for evaluation. Individuals interested in being providers would be
referred to regional OPOs by any of the agents involved in the transplant
network, by telephone, or through the Internet. They would be given an
introductory overview, in print and multimedia formats, of the process of
participating in the compensated-provider program, with a list of the tests to
be performed and an outline of the sequential investigations and follow-up
required. Those interested in pursuing evaluation would be required to
receive, understand, and sign a consent form listing the requirements for
participation, follow-up, data collection, and registration with the registry, as
well as the risks associated with the evaluation and nephrectomy. A basic
health questionnaire would then be completed.

Data Acquisition Phase. Having consented to all requirements, an individ-
ual who wished to proceed further with the process would be asked to reg-
ister as a provider candidate by supplying primary-source documentation of
his or her name, Social Security number, citizenship, address, and birth date,
and to submit to testing for determination of blood and tissue (HLA) type.
The identifying information would be used to track provider candidates
throughout the process, becoming particularly important in preventing indi-
viduals rejected at one OPO from trying to gain access to the system at
another. Further data collection would include candidate demographics,
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employment status, marital status, and medical and health history, among
other items. This initial screening process would identify obvious con-
traindications or exclusion criteria for participation, such as diabetes or a
history of high blood pressure.

Evaluation Phase. Compensated-provider candidates who completed the
data acquisition phase without an obvious contraindication would be given
appointments for comprehensive psychological, medical, and laboratory
evaluations,!” with the results assessed according to a standardized series of
templates. Those accepted for participation would go on to receive the
remaining invasive investigations, such as computed tomography (CT)
angiogram, endoscopy, and cardiovascular testing, as indicated.

Upon completion of this last stage of the evaluation, compensated
provider candidates would be reviewed by the medical review board at the
OPO, whose assessment would, in turn, be presented to the registry over-
sight committee for final review. Acceptable candidates still interested in
being providers would be educated in more detail about the process of
nephrectomy and the risks and benefits of the surgical procedure, as well
as the requirements for long-term follow-up, and the level and timeframe
of compensation for their participation. A three-month cooling-off period
would then give providers sufficient time to contemplate the risks involved,
as well as the details of the surgery and recovery, and to provide an addi-
tional level of informed consent—or to drop out, if they should have
second thoughts.

Allocation Phase. For provider candidates finally accepted into the pro-
gram, organ distribution would be based, as previously indicated, on the
current system used by UNOS for allocation of deceased-donor organs.18
Because substantial immunological benefit and improved rates of patient
and organ survival are associated with situations in which a total HLA match
or a non-mismatch are found between a listed transplant candidate and an
accepted compensated provider, they would be given high priority.

Once identified by the allocation algorithm, the provider candidate
would be given the option of traveling to the transplant center at which the
recipient was registered.1® (A provider who declined because of the travel
involved would be reassigned according to UNOS criteria for regional
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allocation of deceased-donor organs.) Upon identification of a recipient
registered at an approved transplant center to which the provider was will-
ing to go, that center would be notified of the provider’s availability. The cen-
ter would have to have been participating in the compensated-provider pro-
gram, making its participation public, and complying with all regulations
associated with the program. If these requirements were met, the provider’s
medical evaluation and testing data—all of which would have to comply
with HIPAA regulations—would be forwarded to the transplant center,
which would then decide whether to accept or decline the provider. If
the center declined the provider, the reasons for the refusal would be placed
on file with the registry. A provider who was refused for center-specific rea-
sons, such as a weight or age limit, would be allocated to the next potential
candidate in the queue at another participating center. This process would
continue until the provider was accepted and the transplant accomplished.

Transplant Center. Upon acceptance by a transplant center of a compensated
provider, the next step would be a meeting between the provider and the
centers transplant team to discuss the risks and benefits of the surgical pro-
cedure, obtain consent for organ retrieval, and schedule the operation and
transplant. Neither the candidate nor the transplant center would be obli-
gated to continue the process if either or both parties had reservations.
Withdrawal of participation and the justification for it would have to be
communicated to the OPO, and all decisions not to proceed evaluated and
recorded with the registry.

If the provider and the transplant center decided to proceed with the
transplant, arrangements would be made according to the standard proce-
dure for living-donor kidney transplantation. All activities between provider
and recipient would be coordinated through third parties and the anonymity
of both maintained. The compensated donor would be cared for by the
transplant center until discharged from acute-care follow-up. At minimum,
this would include the immediate care during the hospitalization associated
with the nephrectomy and the outpatient postoperative care. If no compli-
cations resulted from the nephrectomy, the compensated provider would be
discharged to continue routine follow-up through the OPO. If, however,
complications were to occur (then or later), the transplant center would have
to continue care until the provider had recovered.
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Models of Financial Compensation in a Market System

Programs of compensation for living organ providers can take many forms
and entail different degrees of regulation. As we have discussed, certain uni-
versal features are already in effect in the current system (for example, the
role of the physician and transplant centers in the proper screening and
selection of donors, post-transplant care, surgical techniques, and organ allo-
cation and other steps of organ procurement). It is important to acknowl-
edge, however, that different models have strengths and weaknesses that are
modified by the socioeconomic, political, religious, and cultural aspects of
different societies and, therefore, not applicable to all.

Here we consider a centralized system and a free-market operation as
different versions of a market structure intended to increase the supply of
transplantable organs.

Centralized System. The structure of a centralized market system would be
analogous to that of the current organization for deceased-donor organs and
would share all of the characteristics of the basic framework we have
described above. The federal government would be the organizer, as
Medicare and Medicaid expenditures for end-stage renal treatment already
give it the largest financial investment in and potential savings from such a
system. Moreover, much of the transplant organization is already regulated
by government agencies at all levels.

A centralized arrangement would provide the most regulatory control
over the institution of a new system of organ procurement, dictating the
type and quantity of providers used, and all aspects of evaluation and
allocation. All providers would receive the same fees and services, and all
activities would be readily transparent. All participants would be afforded
protection under the current legal system. A central body, the National
Providers Registry, would be responsible for all components necessary to
execute a kidney transplant from provider to recipient. Oversight function
could be assumed by OPTN or a new agency that would interface with
OPTN/UNOS.

Under such a system, many of the organizations currently operating for
deceased-donor transplantation would be used and expanded. Potential
providers would be evaluated by the current OPOs, as outlined above.
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Criteria for participation would be prospectively defined and, depending on
the stringency of the criteria regarding providers’ age range (for example,
between twenty-five and forty years), much of the testing normally required
of older adults (such as mammograms, colonoscopies, or extended cardio-
pulmonary evaluations) would be waived. Such high-threshold participation
requirements should enable the organization to lower provider mortality
risk, incidence of complications, and recovery time, in addition to extend-
ing the longevity of the transplanted kidney:.

Certified transplant programs would be allowed to participate in the
compensated-provider program. Provider allocation would follow the sys-
tem currently in operation for deceased-donor organs. Consequently, all par-
ticipating transplant programs would have equal access to an available
provider. Anonymity between provider and recipient would be most feasible
under a centralized system, as allocation of an organ would be made to a
national or regional waiting list rather than being handled within an indi-
vidual transplant center.

The OPOs would charge transplant programs a comprehensive fee for
a provider kidney in much the same way they assign procurement
charges (covering retrieval, preservation, transportation, and other acquisi-
tion costs) under the current system for deceased-donor kidneys. The fee for
the compensated-provider transplant might be higher than for deceased
donation because, in addition to the expense of expanding services for the
program and provider evaluation, costs associated with provider candidates
who did not end up providing organs would have to be amortized over the
total number of providers and charged on a per-provider basis.

Provider compensation would be fixed in advance by the government
(federal or state), which would serve as the single payer and prospectively
determine the type and duration of payments.20 The compensation could
take any of a number of forms, including fixed payment or in-kind rewards,
such as long-term health insurance, college tuition, or tax deductions, or a
package that included some combination of these or other, equally valuable,
alternatives.2! Among other advantages, such in-kind rewards would almost
surely be more politically palatable in the implementation of a new com-
pensation program than offers of cash. The National Kidney Foundation (the
dominant interest group in the transplantation field) is forcefully opposed to
payment, and, given the failure of UNOS to support pilot investigations and
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the lack of outright endorsements from professional societies within the
transplant field, there are no reputable entities to counter it.

The moral objections to compensating donors are discussed in depth
elsewhere in this book,22 but it is worth mentioning here that opposition
to cash payment is commonly based on the worry that prospective donors
will see it as an offer they cannot refuse and rush to surgery against their
better judgment or true desire. The virtue of delayed, in-kind rewards is
that they do not satisfy the economic needs of desperate people. Granted,
most providers will be of lower-income status, but the combination of
in-kind rewards instead of immediate cash—the form of remuneration
that would appeal most to desperate individuals—with a months-long
cooling-off period prior to surgery should neutralize concern about
undue inducement.

For simplicity and transparency, however, a monetary payment would
work best as the system developed. Monetary payments have proved to
work well as compensation for sperm and egg providers, and they may
prove to be a more effective motivator than in-kind rewards such as tax cred-
its. A smoothly functioning pilot period of in-kind rewards might, however,
allow the public to adjust to the very idea of compensation so that actual
payment became more socially acceptable over time, especially if spread out
over a number of years.

The registry would be in charge of setting a value for the monetary com-
pensation. Building on the value-of-life literature, Becker and Elias have
estimated that a $15,000 payment would be enough to attract a large pool
of providers, while Matas and Schnitzler show that the public health system
would break even with a $94,000 cost per provider.2> Funding for direct
payment or in-kind remuneration would be derived from the considerable
savings accrued when patients exit the dialysis rolls.2*

Several considerations are fundamental to all these schemes: the require-
ment for provider safety in the processes of evaluation, nephrectomy, and
follow-up care, and for the safety of the recipient; justice and fairness in
recipient access, organ allocation, and transplantation; protection under the
law; and transparency of the entire process. A proposal for provider protec-
tions would have to guarantee long-term follow-up medical care, with the
transplant center placed in charge of referring the provider to a medical cen-
ter for further follow-up and required to report the referral to the registry



OPERATIONAL ORGANIZATION 47

and the OPOs. To ensure long-term follow-up, providers would receive
60 percent of their payment directly after the transplantation procedure,
with the remaining 40 percent spread out over a period of five years, during
which the registry and the OPOs would monitor their compliance with vis-
its and observation. Small payments would be offered as incentives to
providers to fill out questionnaires biannually for the next ten years, and for
every five to ten years thereafter. Each provider would receive two-year term
life insurance and disability insurance, as well as ongoing health care for
medical matters related to transplantation.2>

Free Market. An unregulated market for kidneys in the United States might
be organized in several ways. One simple model is the private contract appa-
ratus presently used by couples who seek women to serve as surrogate
mothers. The prospective surrogate agrees to gestate a baby and then relin-
quish it to the couple, who become its adoptive parents. Although details
about payment, prenatal care, and other matters are negotiated between the
two parties and codified in a legal contract, the medical treatment is deliv-
ered by third parties (such as physicians and hospitals) that have their own
practice codes and ethical guidelines.

In general, a legal free market in kidneys for transplantation would
probably exhibit great flexibility in terms of the structure of the organiza-
tions that would act as intermediaries between transplant centers and
providers. Certain features, however, would likely rely on the basic frame-
work for the compensated-provider system already discussed. For instance,
as information-sharing about potential providers resulted in important gains
for both transplant centers and organ procurement agencies, a national reg-
istry of potential providers or an equivalent (perhaps decentralized) infor-
mation-sharing system would likely emerge, bringing together all relevant
information pertaining to potential and excluded providers.

In addition, minimum rules, such as those outlined within our basic
framework, could be established to ensure that the roles of physicians and
transplant centers in the proper screening and selection of donors, post-
transplant care, and other steps of the process of organ procurement con-
tinued to be at the core of the system. For example, where a central agency
might control organ procurement firms and establish some rules about their
relationships with transplant centers, competition among these institutions
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in a completely decentralized system would likely ensure high standards in
terms of compensated-providers’ safety and post-transplant care.

In a free-market system, compensation for providers would be set at the
levels that would eliminate the shortage of organs. As mentioned above,
Becker and Elias have estimated such compensation at about $15,000.
If government subsidies or private insurance covered payments to providers,
a free market would encourage some patients to secure transplant organs
legally rather than turning to the black market, particularly since the wait in
the legitimate system would be sharply reduced.

It must be noted, however, that a traditional free-market approach gen-
erates ethical conundrums that a government-sponsored and financed com-
pensation system averts; these are discussed at length elsewhere in this book.
Pragmatically, we suspect that a free-market system is too controversial and
will garner virtually no political support.

Conclusion

Since 1984, the formalized system of organ recovery and allocation in the
United States has been dependent on a deficient model that has failed to
procure the requisite number of kidneys for transplant. The continued
reliance on an approach to organ acquisition that has been inadequate
and outmoded for nearly a quarter of a century is medically unacceptable,
morally indefensible, and financially unsound, especially when a reasonable
solution exists in compensated providers.

In a system relying upon living donors or providers, the organs provided
for transplantation would be of better quality and allocated on an elective
basis, with a better possibility of close tissue-type matching. Under these
conditions, transplant outcomes would be optimized because the transplan-
tation of organs from the living is medically superior to deceased-donor
transplantation.2® Furthermore, transplants arranged in advance with living
providers are more convenient, less costly, and less disruptive to the recipi-
ent and the transplant center than deceased-donor transplants, which are
generally performed on an emergency basis upon the donors sudden or
unexpected death. A greater supply of organs for transplantation would
decrease time spent on dialysis and improve patient- and organ-survival
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rates, as well as result in an overall savings in health-care expenditure for
end-stage kidney disease services, even after adding the cost of the compen-
sated donor.27

The present transplantation system imposes an intolerable burden on
many very ill individuals who cannot afford to wait years until a suitable
organ becomes available. A system for compensated living organ providers
is the best available way to eliminate this wait and allow more such patients
to survive.

Organ transplantation is the best form of therapy for end-stage kidney
disease; organ donation from deceased donors is insufficient to meet the
needs of people for transplantation; procurement of organs from living
donors is already accepted and safe and ethically acceptable. The only issue
left to resolve is how to ethically and socially facilitate a relationship between
the suppliers of living organs and the candidates in need. In this chapter we
have provided an operational outline of such a model.
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Donor Compensation
without Exploitation

James Stacey Taylor and Mary C. Simmerling

In March 2006, Eric De Leon of San Mateo, California, traveled to Shanghai,
China, to get a new liver. The fifty-one-year-old construction supervisor was
ineligible for a transplant in the United States because he had advanced
hepatic cancer and was expected to live less than a year. Upon his return
from the successful surgery, for which he’d raised the money in part by
mortgaging the family home, the “transplant tourist” was stunned to find
himself a reviled public figure, maligned in the San Francisco Chronicle as an
“American Vampire,” guilty of “moral depravity” for “us[ing] other people’s
parts.”!

Sadly, this sort of outcry is understandable. A tragic fact of transplant
tourism is that it often puts the “suppliers” of organs at considerable risk to
their own well-being.2 In India and the Philippines, for example, indigent
citizens who sell their organs may be ill-informed, if not deceived, about
the nature of the surgery, may receive no medical follow-up, and may be
cheated out of promised payments.3 In China, where Eric De Leon obtained
his liver transplant, well-documented offenses are most egregious: organs are
harvested from executed prisoners, some of them members of the Falun
Gong, a persecuted spiritual sect.*

The overseas organ trade has been decried by the international medical
community. The International Transplant Society, the World Health
Assembly of the World Health Organization, and the World Medical
Association all condemn commercial transactions in organs.? In 2004, the
World Health Assembly resolved to make countries accountable for trans-
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plant activities by calling on member states to protect the most vulnerable
from transplant tourism and the sale of tissues and organs.® More recently,
in 2008, a meeting convened in Istanbul by the Transplantation Society and
the International Society of Nephrology led to the Declaration of Istanbul on
Organ Trafficking and Transplant Tourism, a document condemning policies or
practices “in which an organ is treated as a commodity, including by being
bought or sold or used for material gain.”” Even in developed countries such
as the United States, the prospect of compensating donors for their organs
raises the specter of a society whose disadvantaged members feel unduly
pressured by financial necessity to give up parts of their bodies to the advan-
taged who can afford them, while being unable to attain organs for trans-
plantation when they themselves are in need.

Yet Eric De Leon was no worse than a desperately ill man who wanted to
live long enough to see his young children grow up.8 What should he have
done? What should the multitudes of individuals in similar straits do to save
their own lives? Most patients in need of organ transplants are suffering from
renal failure. At least 200,000 are on waiting lists for kidneys worldwide, and
many more have no access to transplantation or dialysis services at all.
Without dialysis, patients cannot even survive long enough to be wait-listed.?

The remedy to the corrupt and unregulated system of exchange that
poses such agonizing dilemmas to very sick people is its mirror image: a
regulated and transparent regime that is backed by the rule of law and
devoted to donor protection. Yet critics of proposals for such a system in the
United States allege that a legal mechanism for compensating donors will
only make the problems worse. The Transplantation Society issued an
emphatic rejection of donor incentives:

Organs and tissues should be freely given without commercial
consideration or financial profit. . . . If the organ donation
process were to be relegated to the laws of the market place, the
less privileged might be exploited to improve the health of the
more privileged, and the established safeguards surrounding
altruistic donation would be compromised.10

Others have called a legalization regime a deceptive “Trojan horse” that
conceals the same ethical transgressions plaguing the illicit market.!! Still
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others have held that a system of compensated organ donation would lead
to fewer, rather than more, transplant organs becoming available. They con-
tend that the potential for enrichment would discourage people from donat-
ing altruistically and, in the end, the numbers of freely given organs lost
would exceed those procured through the new compensation system.!2

Predictions like these only muddy the donor organ debate and surely
dampen enthusiasm for policy innovation among the public and politicians.
In contrast, this chapter clarifies the considerable difference between a shad-
owy, unauthorized market and a regulated system of exchange. The allega-
tion that a legalized market could stimulate a black market is the basis for
strong ethical objection to experimentation with donor compensation. Thus,
we begin by examining this proposition. Next, we turn to the specific fail-
ures of unregulated overseas markets in organs and assess the extent to
which those consequences would be applicable to a regulated organ market
in the United States. This consideration is relevant to another moral objec-
tion lodged against donor compensation: that a regulated system—simply
because it would facilitate nonaltruistic transactions—would produce the
same unacceptable outcomes as an unauthorized system. Finally, we con-
clude that the exploitative markets operating around the world are a mani-
festation of the widespread shortage of organs; they are not the inevitable
outcome of lawful and regulated systems.

Will a Legal Market Lead to a Black Market?

Before examining the claim that a legal regime of donor compensation will
spur illicit transactions, let us turn to vocabulary. The term “black market”
refers to the trading of goods that are forbidden to be sold. India and
Singapore, for example, both prohibit the selling and purchasing of organs,
yet the practice continues within those countries in the form of an under-
ground, illicit, or “black” market. By comparison, Pakistan does not have a
law prohibiting the sale of organs.13 There, the exchange of kidneys for cash
occurs in a murky no man’s land that is neither explicitly legal nor illegal.
This transactional arena could be called an unregulated or unauthorized
market. The situation in Pakistan shows that just because a country has no
law against organ sales doesn’t mean that it has laws necessary to actualize a
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safe and transparent system of exchange in which breaches of contract are
enforceable. 14

It is the undefined legal status of organ sales in various countries that
makes it legally permissible for people like Eric De Leon to obtain transplants
overseas. Agents or “transplant coordinators” in the United States and other
countries—many of whom advertise on the Internet—deal with transplant
hospitals in China, India, South Africa, Singapore, Pakistan, and South
America.!> A number of insurance companies in the United States offer
“medical value travel” packages, which cover expenses and medical treatment
overseas, plus sightseeing.1¢ Fortunately for potential transplant tourists,
physicians in America and elsewhere seem to have adopted a “won't endorse,
can’t condemn” policy. They rarely suggest the option to patients but are gen-
erally sympathetic to their plight and resume care when the patient returns.1”

From the standpoint of the overseas donor, however, things are very dif-
ferent. Those considering selling a kidney rarely have personal physicians to
advise them about the hazards of doing so and to care for them if they pro-
ceed.18 In this harsh milieu, donors are at the mercy of lawless systems
fraught with crime rings, corrupt middlemen and physicians, and hospital
administrators willing to turn a blind eye to the source of the organs.1® It is
scenarios like these that have prompted critics to charge that a legal system
of donor compensation could encourage exploitative and unjust organ mar-
kets both in the United States and developing countries.20 “The acceptance
of even a limited domestic organ market in the advanced nations,” write two
Indian physicians in a medical journal,

will act as the proverbial thin end of the wedge and encourage
adoption of commercial donation in the developing world. . . .
Allowing such an activity in any corner of the world would open
the doors for rampant exploitation of the underprivileged in
areas that are already plagued by vast economic inequalities.2!

This view was endorsed by the National Kidney Foundation in testimony
before Congress in 2003. According to Francis L. Delmonico, testifying on
behalf of the foundation, “A U.S. congressional endorsement for payment
would propel other countries to sanction unethical and unjust standards.”22
Worse yet, opponents of legalizing compensation for transplant organs have
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argued, such legalization would stimulate black markets in human trans-
plant organs, with all of their attendant injustices and ills.23

Such critiques are long on passion but short on critical analysis.2* In
particular, they never seem to explain how allowing compensation for trans-
plant organs would lead to the ills they envisage, either at home or abroad.
To fill this conceptual void, we must consider the circumstances under
which a regulated regime in compensation could spur a commercial free-for-
all, focusing in particular on the claim that it would stimulate illicit sales.2>

We begin by identifying three objectives that would motivate a buyer
to seek goods through an unauthorized market. First, a buyer might need to
purchase something that is not available through legal means or whose sup-
ply is rationed under tight control. Second, a buyer might want to conceal
evidence of a purchase (in the case, for example, of an individual who
obtains painkillers or Viagra online, or a gun purchaser who doesn't want to
register the gun with the police). Third, a buyer might seek the item at a
cheaper price.26

How do these circumstances relate to compensated donation? The obvi-
ous seduction of the overseas trade is the promise of a scarce good. The other
objectives, however, do not apply. The desire to make a purchase secretively,
for example, can almost surely be ruled out. Undergoing renal transplanta-
tion is not a shameful activity. Nor are there any cost savings to be had if the
state or federal government, not the patient, is the purchaser.2” Moreover,
the government would set the prices in a well-regulated system, so there
would be no point in trying to obtain organs from illicit sources. Donors and
recipients alike would surely prefer a system that protects them from force
or fraud, especially when technical error can truly be a matter of life or
death.28 Indeed, legalizing markets in human organs would most likely
reduce, rather than increase, such trafficking-related abuses by providing a
person who might currently be tempted to buy a kidney in a black market
with a legal (and safer) way to obtain one.2°

Granted, there is a small subset of individuals who might find unautho-
rized channels attractive even if a safe and legal compensation system were
in effect. These are people who have no means to pay for a transplant, per-
haps because they cannot afford private health insurance, are not eligible for
coverage by Medicare or Medicaid, or are not otherwise able to secure access
to government-provided health care. These individuals are unfortunate,
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indeed; but the chances of their purchasing kidneys from unauthorized mar-
kets are slim, as the costs associated with organ purchase, implantation sur-
gery, and immunosuppressant medication would simply be beyond their
reach. Thus, legalizing a market in kidneys is not likely to stimulate a black
market, because the only people who would be motivated to buy in one
probably could not afford to do so.

Objections to Donor Compensation

Black market failures are vividly illustrated by the case of organ sales in
India. Madhav Goyal of the Johns Hopkins School of Public Health and his
research team conducted a detailed evaluation of donor outcomes in that
country30 Their 2002 study of kidney sellers in Chennai, published in the
Journal of the American Medical Association, is frequently cited as evidence that
paid donors are highly vulnerable to exploitation.3!

India banned sales of organs in 1994 to curtail the organ trade and limit
donors to blood relatives and others who had been specifically approved.
But because the law permitted unrelated individuals to donate if they signed
a form saying they had not received money, brokers merely began encour-
aging prospective donors to claim they were not being paid.32 By the time of
their study, Goyal and colleagues found, corrupt brokers had become com-
monplace, with donors sometimes receiving only a portion of the money
promised them. According to some reports, moneylenders would insist
that debtors sell kidneys to pay off their debts. Moreover, they could threaten
to withhold additional credit from those who still had two kidneys. The
research team suggested that poor people did not, in fact, overcome poverty
as a result of the sale of their kidneys. Many donors reported a worsening in
their economic status after donation, with the annual family income declin-
ing by one-third—this despite an improvement in the overall economic
status of others in their communities during the same time period.
Moreover, even though 91 percent of interviewed donors sold kidneys to
pay off debts, three-fourths were still in debt within six years of organ
removal. About one in nine donors reported a decline in health.33

These hazardous aspects of organ trafficking underscore the most fun-
damental ethical condition of living-organ transplantation: that individuals
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who give organs—for enrichment or not—should be no worse off after giv-
ing than they were before. “A story about kidney sales in India may sound
distant in many other parts of the world,” says Jeffrey Kahn of the Center
for Bioethics, University of Minnesota, “but proposals to test limited mar-
kets for kidneys in the U.S. mean that these lessons deserve a hard look.”34
Based upon their knowledge of problems that occur in illicit markets, oppo-
nents worry that in a donor compensation system, individuals will be
coerced into donating organs; that they will be unable to give informed con-
sent for donating their organs; that they will misrepresent their eligibility to
donate; that the poor will supply the rich with organs; that donors will be
worse off financially than they were before; that the quality of medical con-
ditions will be unreliable for paid donors; and that fewer organs for trans-
plantation will be secured than before the system was instituted. Let us
examine these fears one by one, and show how a legitimate compensation
system would neutralize them.

Individuals Will Be Coerced into Donating Organs. Some claim that the
decision to sell organs would not be free in a donor compensation system
because the introduction of financial inducements fundamentally changes
the motivations of donors. They act out of a need for money rather than out
of moral duty or compassion. “A poor person feels compelled to risk death
for the sole purpose of obtaining monetary payment for a body part,” write
Francis L. Delmonico and colleagues.?>

Are prospective donors who are impoverished or living in near-poverty
coerced into giving up their organs by the lure of compensation? Before
engaging this important question—perhaps the most pressing of all objec-
tions to rewarding donors—Iet us define coercion. In its classic form, coer-
cion is a gun to one’s head,; it involves a physical threat to an individual (for
example, hand over your money or be killed) or the threat of a bad outcome
for refusing to comply (for example, do this or else lose your job).3¢ Yet a
person who refuses to give a kidney for payment is not diminished or
harmed in any fashion. His circumstances may be dire to begin with, but he
is no worse off if he holds on to his kidney:.

A more precise term to describe the nature of the offer of reward for an
organ is “undue inducement.” As compared to a reasonable inducement (for
example, a big discount sale at an expensive store in which one would not
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normally shop), an undue inducement is an excessive offer of reward for
taking an action (for example, having an organ removed) that one would
otherwise object to doing. Individuals may act contrary to their own desires,
violate their own personal values, or knowingly undertake a risk that is con-
siderable.3” Because the offer is so compelling, it alters their ability to exer-
cise proper judgment and thereby threatens informed consent, especially if
they cannot assess the risk appropriately.

Yet the fact that potential donors are motivated by financial gain rather
than by altruism is not sufficient to show they are acting less than fully
voluntarily, that their autonomy is impaired through pressure applied to
their will, or that they are being exploited.3® Indeed, perhaps it is exploita-
tive not to compensate donors. As altruistic kidney donor Virginia Postrel
has written,

Expecting people to take risks and give up something of value
without compensation strikes me as a far worse form of exploita-
tion than paying them. I don't expect soldiers or police officers to
work for free, and I don't think we should base our entire organ
donation system on the idea that everyone but the donor should
get paid. Like all price controls, that creates a shortage—in this
case, a deadly one. And while giving up a kidney has risks, it is
no more risky and far less emotionally fraught than being a sur-
rogate mother.39

Furthermore, a compensation program can circumvent the risk of undue
inducement by not catering to the desperate. Such individuals desire cash
and want it immediately. The proposed system would establish a months-
long period of medical screening and education. It would also provide
in-kind rewards, or cash paid out in modest amounts over a long period of
time (a strategy which, incidentally, would also ensure that donors return for
follow-up care). Such a system of compensation would probably not be
attractive to people who might otherwise rush to flawed judgment—and
surgery—on the promise of a large sum of instant cash.

Thus, a legal system of compensation with strict donor protections cre-
ates conditions in which the decision to relinquish a kidney can be informed
and influenced by an offer rather than distorted by it.
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Donors Will Not Give Informed Consent. Overseas brokers and hospitals
have, indeed, exploited poorly educated individuals who were ignorant of
the medical procedures involved in organ donation. Although such prospec-
tive donors might have signed consent forms, it is hard to imagine that many
did so in a fully informed manner. By contrast, a regulated system of donor
compensation would involve detailed education of prospective donors about
the procedures involved and the risks they would be assuming 40

Individuals Will Misrepresent Their Eligibility to Donate. The National
Kidney Foundation and others have expressed the concern that people will
lie about their health status to be allowed to donate for compensation, thus
posing a threat to recipients of possibly diseased organs.*! This is, indeed, a
legitimate warning in the context of unregulated markets where organ recip-
ients have no legal recourse against unscrupulous organ donors or organ
brokers, but it is inapplicable to a regulated system of compensation for
organ donation for three reasons. First, it is based on the image of desperate
third-world donors who are willing to put themselves at risk for cash. A reg-
ulated system of compensation would be structured so that the incentives
offered would not appeal to the economically desperate—in short, there
would be no lump-sum cash payments—and so they would not appeal to
the persons with the most motivation to lie. Second, even if prospective
donors were motivated to lie about their medical histories, they would be
required to undergo rigorous testing over a period of several months to
ensure they had no communicable diseases and that their organs were suit-
able for transplantation. Third, transplant centers could require prospective
donors to provide them with the most recent five years of their medical
records and permission to consult with their current physicians. Finally,
both organ donors and health-care professionals could be made legally liable
(both criminally and civilly) for any harm incurred by a patient as a result of
receiving a diseased or substandard organ. This would provide a powerful
incentive for all who are directly involved in the procurement of organs to
ensure their quality.*2

The Poor Will Supply the Rich. According to anthropologist Nancy
Scheper-Hughes, who tracks the global trade in human organs, overseas
organ markets are a glaring example of “medical apartheid” between organ
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givers and receivers.*3 “In general,” she writes, “the movement and flow of
living donor organs—mostly kidneys—is from South to North, from poor to
rich, from black and brown to white, and from female to male bodies.”#*
Characterizing the nature of this breach of social justice, a Washington Post
journalist declares that “compensation for organs might exacerbate the dif-
ferences [between rich and poor], turning the poor into surgical ward slaves
or feudal donors for the rich.”#>

These descriptions do bear some weight. Yet a government-regulated
system in which organs are allocated according to the current criteria of the
United Network for Organ Sharing (UNOS) would ensure that all recipients
benefit according to standard guidelines. Indeed, the economic demographic
of candidates awaiting kidneys in the United States might not be radically
discrepant from the status of the average donor.*¢ As such, then, a regulated
system of donor compensation would be neither racist nor classist in the
ways that Scheper-Hughes implies. This is because, first, both donor and
recipient would be given equal access to health care; and, second, in such a
regulated system, all potential recipients would be favored equally. The
donor compensation proposal would contain provisions for binding legal
contracts. There would be no role for independent brokers.

Furthermore, such a regulated system would establish a uniform proto-
col for donor evaluation and post-transplant follow-up of compensated
donors. In the current system, each institution applies its own selection cri-
teria for the donor, and there is often little to no medical surveillance of the
donor. Yet even with good follow-up, the donor has little incentive to make
post-donation visits to the doctor beyond the immediate aftermath of the
surgery. Contractual obligations of donor and institution would result in
required patient follow-up and implementation of standard post-donation
tests by each hospital. With respect to the well-being of donors, then, the
model of compensated donation that is developed here would be superior to
the current altruistic system.

Donors Will Be Worse Off Financially. Participants in the organ trade
are often desperately poor, living on the edge of financial ruin. As Goyal
demonstrated, they are also often worse off after kidney removal than before,
for several reasons. First, the operation itself can pose obstacles to long-
term gain. Surgeons in third-world countries commonly use a so-called



60 WHEN ALTRUISM ISN'T ENOUGH

retroperitoneal flank approach to remove the kidney—a primitive surgical
technique that involves a nine-inch incision running from the top of the hip
to the base of the ribs. The difference in the rate of healing compared to
donors in developed countries who undergo a minimally invasive laparo-
scopic procedure is significant. Furthermore, most donors are laborers. It may
be several weeks before a patient with a nephrectomy can return to work.
When heavy manual labor is involved, the delay is even longer. With no
money being earned during recuperation, no guarantee that medical compli-
cations will receive attention, and no assurance that jobs will be held for them
(conditions which, for example, characterize Irans legal system of donor
compensation), it is no surprise that donors rarely enjoy financial benefit.#

This outcome, sad as it is, has little relevance to the donor compensation
model proposed here. First, compensated U.S. donors would undergo a
much less invasive procedure. Second, care of surgical and medical compli-
cations would be ensured. Third, expenses, including lost wages, would
be covered.

The Quality of Medical Conditions Will Be Unreliable. The short-term
medical status of patients who receive transplants abroad varies, depend-
ing upon the quality of the physicians and health-care facilities. A small
sample of U.S. patients who have traveled overseas presents a high rate of
post-transplant infections; reports on recipients from other countries are
even less encouraging, with significant rates of mortality and infection with
HIV and hepatitis B.#8 By comparison, within a legal and regulated envi-
ronment, compensated donors and recipients would receive care in the
same facilities and performed according to the same standards as those
accorded to traditional altruistic donors. Presumably, in the United States,
programs to perform living-donor kidney transplantation require exten-
sive medical and psychological evaluations of potential donors to deter-
mine their medical suitability. A compensatory system would do the same
and also build in medical follow-up for the uninsured donor, a clear
advantage over the status quo.

Fewer Organs for Transplantation Will Be Secured. While it is possible
that a system of paid compensation would reduce the number of kidneys
given for free, this does not mean that altruistic donation would dry up. As
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philosopher Mark J. Cherry notes, many of “the motivations supporting
such donations are likely to maintain the same force regardless of the exis-
tence of a for-profit market: love, beneficence, loyalty, gratitude, guilt, or
avoidance of the shame of failing to donate.”#°

Moreover, a considerable body of evidence shows that even if altruistic
donation were to decrease, the number of organs procured for transplant
would not suffer an overall decline. A case in point is the system of com-
pensating unrelated kidney donors that was introduced in Iran in 1988. In
this system, potential kidney recipients who can find no biologically related
donors are referred to the Dialysis and Transplant Patients Association
(DATPA). If the patient does not receive a deceased-donor kidney within six
months, DAPTA identifies a compatible live, unrelated, compensated kidney
donor.>0 The donor is then compensated for the organ with a fixed amount
(around $1,200), paid by the state. The donor also receives a years worth of
health insurance to cover conditions related to the surgery, as well as a pay-
ment from the organ recipient himself of around $2,300-$4,500; the precise
amount is determined beforehand through the association.>!

How did the Iranian system affect altruistic donation? It did, indeed, lead
to a decline in the number of transplant kidneys given by biological rela-
tives.?2 But the volume of kidneys procured from compensated donors more
than made up for this reduction. Indeed, by 1999, Iran appeared to have
eliminated its transplant waiting list.>3 Notably, the opposite dynamic was
observed in India: After the country banned organ sales in 1994, several hos-
pitals in Tamil Nadu reported a decline in the number of kidney transplants
they were able to perform.>*

Conclusion

It goes without saying that illicit overseas markets in human organs are often
morally reprehensible. But their worst features hold little relevance for the
development of a regulated and tightly supervised program in the United
States. Indeed, the dangerous commercial organ markets operating around
the world are manifestations of the widespread organ shortage, not the
products of lawful and regulated systems. Yet without legitimate means
of expanding the donor pool, trafficking will proceed apace—a prospect
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harmful not only to donors but also to the despairing patients who are reluc-
tant participants in a corrupt enterprise.

Despite the florid rhetoric about regulated markets spawning a rapacious
commercial trade that will run roughshod over the health and safety of
desperate and unwitting donors, the commonsense arguments in favor of
compensation and the available empirical evidence all pose a serious con-
ceptual challenge to alarmist forecasts. If anything, the depredations of the
underground market attest to the need for testing a legal mode of donor
compensation. Whatever risks did remain would still be overwhelmed by
the volume and enormity of abuses that occur in the current underground
market. Inaction will only perpetuate these abuses. “Tragedy becomes com-
plicity,” writes nephrologist Benjamin Hippen, “when one fully understands
that the public policy failures in organ procurement of the developed coun-
tries provide a robust economic foundation of organ trafficking in the devel-
oping world.”>
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Concerns about Human Dignity and
Commodification

Sally Satel

In early 2006, Matt Thompson of San Jose, California, decided to give a kid-
ney to Sonny Davis, a sixty-five—year-old physicist living in Menlo Park.
Thompson was moved to donate after reading an impassioned plea from
Daviss wife, who had sent 140 letters to friends and relatives asking them
to consider helping her husband. One of the recipients happened to be a
colleague of Thompson’s who passed it along, thinking he just might heed
the call.l Sure enough, Thompson, a devout young Christian and former
missionary, contacted the transplant program to volunteer.

But the transplant program at Kaiser Permanente of Northern California
turned him down. It would not allow Thompson to undertake the risk of
surgery for the sake of a stranger. Had Davis been a family member or a good
friend, he would have been acceptable to the program. Thompson was
frustrated and surprised, but he and Davis were determined. According to
the San Jose Mercury News, they “knew they had to forge a bond that would
assure Davis’ surgeons that Thompson was donating his kidney for the right
reasons.”? This meant, among other things, proving that Thompson would
not profit financially. So the two developed a relationship and convinced
the transplant program that no money was secretly being exchanged. On
November 14, 2006, the transplant finally took place.

Far more than a human interest tale of a stranger opening his heart to a
suffering soul, the story of Sonny Davis and Matt Thompson draws back the
curtain on the culture of the organ transplant establishment. In fine detail,
we see how transplant professionals would have allowed a sixty-five-year-old
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man to languish on dialysis for years or die—a strong probability given
his age—while waiting for a kidney, out of fear that he might be remunerat-
ing someone for an act that would save his life. And what happened at the
University of California at San Francisco (where Davis was transferred
after the Kaiser program abruptly closed)? was not an isolated example, as
may be surmised from the title of a 2007 Wall Street Journal article: “Why Its
Hard to Give Away a Kidney: Most Hospitals Avoid Donors Who Want to
Help Strangers, Wary of Motives and Fearing that the Neediest Aren't
Served.”

While there is no evidence that Sonny Davis ever tried to purchase a kid-
ney, surely others have contemplated doing so, and the pressing question
remains: s it morally justifiable to threaten a critically ill person with prison,
let alone death, for simply enriching a donor?> The answer, according to
some, is that exchanging an organ for anything of material value is an affront
to human dignity, and that this is an immoral act.

This chapter delves into the deeply held convictions underlying the con-
tention that donor compensation is intrinsically wrong—even if good comes
from it, even if no one is exploited. It considers the concept of human dig-
nity and the meaning of commodification and challenges the belief that
human worth is inevitably corroded under a regime of compensation.

I conclude that transplant professionals sabotage their own cause—to
alleviate suffering and save lives—when they extol altruism as the only
acceptable motive for donation, and when they promote a particular ideal of
human dignity as the only permissible guide to policy.

Dying for Dignity

In 2002, a group of physicians and bioethicists writing in the New England
Journal of Medicine rejected the idea of material incentives for organ dona-
tion. “We do not endorse as public policy the sale of the human body
through prostitution of any sort, despite the purported benefits of such a sale
[of an organ] for both the buyer and the seller,” they declared.® The lead
author of the Journal article was transplant surgeon Dr. Francis Delmonico.
The following year Delmonico represented the National Kidney Foundation,
the major renal disease group in the United States, at a hearing before a U.S.
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House of Representatives subcommittee. Under consideration was proposed
legislation that would have allowed pilot studies of incentives. Delmonico
told the committee that

any attempt to assign a monetary value to the human body or its
body parts, even in the hope of increasing organ supply, dimin-
ishes human dignity and devaluates the very human life we seek
to save. . . . The NKEF believes that it is impossible to separate the
ethical debate of financial incentives for non-living donation
from the unethical practice of selling human organs.”

This statement echoes the sentiments of bioethicist Cynthia Cohen, who
declares that rewarding donors “denies embodied human dignity . . . and
would violate a fundamental conviction at the core of our life together: that
we should not treat human beings and integral aspects of their bodies as
commodities.”® Thus, exchanging a kidney for something of value violates
the dignity of all involved—the donor who treats his body as a collection of
spare parts (and himself as a means to an end), the society that permits him
to do so, and the recipient who benefits from the dire economic circum-
stances of another.

The concept of human dignity pervades the controversy surrounding
donor compensation. Though its significance may seem self-evident,
“human dignity” is not sharply defined and is sometimes downright slippery.
In the spring of 2008, for instance, Harvard psychologist Steven Pinker
penned a sharp critique entitled “The Stupidity of Dignity.” The title is a play
on the name of a 1997 essay—"“The Wisdom of Repugnance”—written
by Leon Kass, the former chairman of the President’s Council on Bioethics,
and published in The New Republic.? Kass coined the term “wisdom of
repugnance” to refer to the notion that deep reactions of disgust to an idea
or practice (stem cell cloning was the particular subject of his essay) should
be interpreted as evidence of its intrinsically harmful nature.

The impetus for Pinkers long and bristling essay, also published in The
New Republic, was a recent report of the Presidents Council called Human
Dignity and Bioethics. “The problem,” according to Pinker, “is that ‘dignity’ is
a squishy, subjective notion, hardly up to the heavyweight moral demands
assigned to it.”10 He notes that he is not the first to challenge the coherence
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of the concept. In 2003 bioethicist Ruth Macklin, whom Pinker describes as
“fed up with loose talk about dignity” by the Presidents Council, wrote an
editorial in the British Medical Journal called “Human Dignity is a Useless
Concept.”t! Macklin, he says, argued that bioethics had done just fine with
the interrelated principles of personal autonomy, human rights, and respect
for persons.

“The concept of dignity is a mess,” Pinker claims bluntly. He identifies
several features of dignity which, he says, should disqualify it as a founda-
tional principle for bioethics. He points out, for example, that our definition
of dignity is unstable, changing with social norms both within and across
cultures. This kind of variability makes it a poor touchstone.

Consider that the meaning of dignity in the context of commerce varies
over time. In his essay, “What Money Can't Buy: The Moral Limits of
Markets,” political philosopher Michael Sandel writes about “the extension
of markets and of market-oriented thinking into spheres of life once thought
to lie beyond their reach.”12 He cites as examples the privatization of prisons
and the commercialization of hospitals, governments, and universities.

Many practices that now involve valuation were once considered
immoral, repugnant, or undignified.!3 Until well into the thirteenth century,
for example, the Catholic Church considered it a sin to charge interest on
loans. Throughout much of the history of modern Europe—as, indeed, in
ancient Greece—there was a common aristocratic prejudice against earn-
ing wages, as legal scholar Martha Nussbaum notes. And up until the early
nineteenth century, it was considered inappropriate to pay female perform-
ing artists.1* Adam Smith referred specifically to “players, opera-singers,
opera-dancers,” when he wrote in 1776 of “some very agreeable and beauti-
ful talents of which the possession commands a certain sort of admiration;
but of which the exercise for the sake of gain is considered, whether from
reason or prejudice, as a sort of public prostitution.”!5 Yet today, Nussbaum
writes, “few professions are more honored than that of opera singer. . . . Nor
do we see the slightest reason to suppose that the unpaid artist is a purer and
truer artist than the paid artist.”16

Another example of changing views of valuation concerns the pricing of
life itself. Social economist Viviana Zelizer describes how early life insurance
was seen as the merchandising of life. The concept was introduced in the
eighteenth century but did not gain momentum until around 1840, when it
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found acceptance as a way to aid widows and orphans; the industry grew
swiftly after that point.}” The discomfort with selling organs is curious
insofar as the practice of assigning values to body parts is ancient. The Code
of Hammurabi provides an elaborate schedule of compensation for them; for
example, it specifies that if an individual should “knock out the teeth of a
freed man, he shall pay one-third of a gold mina.”18

Ultimately, Pinker argues that dignity only proves useful as a moral guide
if it is understood in the very specific sense of avoiding unnecessary humili-
ation and treating others with respect. But within that narrow context, the
concept becomes “a mundane matter not a contentious moral conundrum.”
Basically, dignity “amounts to treating people in the way that they wish to be
treated”—an application of the principles of autonomy and reciprocity (that
is, doing unto others).1° It boils down to no more than an unassailable imper-
ative to treat people humanely—to regard them as an end, not a means.

In a 2002 article in Transplantation, the American Society of Transplant
Surgeons states that incentives for living donors would “unacceptably com-
mercialize the value of human life by commodifying donated organs.”20
Cited in the article are the sentiments of Pope John Paul 1I, who told the
International Congress of the Transplantation Society that “any procedure
which tends to commercialize human organs or to consider them as items of
exchange or trade must be considered morally unacceptable, because to use
the body as an ‘object’ is to violate the dignity of the human person.”?!

A close look at the pontiff’s language is revealing, specifically the condi-

et}

tional phrase, “to use the body as an ‘object.” He appears to be saying that
dignity is conditional upon how we regard the donor. Arguably, this per-
spective actually weighs against the view that compensating people for their
organs is wrong; for if dignity can be eroded by using donors as objects, then,
conversely, dignity can be preserved by doing the opposite—that is, by
thinking of donors as lifesavers, by scrupulously protecting their safety, and
by treating them with gratitude for their acts and with respect for their
capacity to make considered judgments about their own best interests.

This humane approach contrasts with what British philosopher Stephen
Wilkinson calls the “commodifying attitude™—a disposition that regards
commercial exchanges as sterile and uncaring, denying the thoughts and
feelings of the provider of a thing and relating to that thing solely in terms
of its instrumentality and interchangeability (in the sense of one widget
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being as good as the next).22 Legal scholar Margaret Radin proposes the
notion of “incomplete commodification,” in which some contested things,
such as organs, can be bought and sold, but only under carefully regulated
circumstances.?> This complements Wilkinson’s claim that the context in
which something is sold can affect our perception of it.

What's more, compensation can even promote dignity. An individual
who acts to enhance the well-being of another demonstrates an awareness of
the other’s value and uniqueness. That awareness also says something about
that individual, that he or she is the sort of person who is capable of
appreciating the humanity of another and responding to it. In the Kantian
tradition, that appreciative capacity reflects moral agency, and moral agents
have dignity and worth.2% Or, expressed in less technical terms, that person
is a “mensch.” Of course, one reason we admire firefighters, salaried though
they are, is that they put themselves at some inconvenience or even
grave risk for the sake of others. The same extends to the compensated
kidney donor.

Thus, there is nothing mystical or transcendent about the manifestation
of dignity within the context of donor compensation. We can address justi-
fiable anxieties about a commercial exchange involving humans and their
alienable organs by conducting those transactions under the strictest condi-
tions of decency and accountability. Indeed, the very defense of a regulated
market in kidneys depends on nothing less than the respectful treatment of
donors as beings capable of making thoughtful decisions about their bodies
in order to serve their own—and others—best interests.

Does Money Taint?

In “What Money Can't Buy,” Michael Sandel calls rationales such as those in
opposition to organ compensation “arguments from corruption”—objections
that proceed from the belief that “certain moral and civic goods are dimin-
ished or corrupted if bought and sold for money.”2> Is assigning a monetary
value to an organ some kind of affront to notions of human worth? “An
organ is priceless, and payment for any organ would be so incommensurate
to its worth to the recipient that it would somehow cheapen it,” physician
and bioethicist Jay Baruch of Brown University writes.26 What Baruch
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and others fail to take into account, however, is that we routinely assign val-
uation to the body. Human blood plasma is collected primarily though paid
donation. A person who serves as an egg or sperm donor gets paid for giv-
ing gametes and a surrogate mother for carrying someone else’s child.
Personal injury lawyers seek damages for bodily harm to their clients. The
Veterans Administration puts a price on physical disabilities. We pay for jus-
tice in the context of personal injury litigation in the form of legal costs, and
for our very lives in the form of medical fees. There is little reason to
believe—nor tangible evidence to suggest—that these practices depreciate
human worth or undermine human dignity in any way.

In fact, the reverse can happen. Failure to pay for something, the very
opposite of offering money, can engender moral outrage. Consider how angry
and demoralized injured plaintiffs and combat veterans become when their
claims for disability payments are denied. It is because they value their bod-
ies and their functions so dearly that they demand restitution for harm.
Similarly, when an insurance company refuses to pay for liver or heart trans-
plant surgery, it is saying, in effect, that the patients very life is not worth the
money the treatment would cost.

Critics of donor compensation worry, in addition, that the promise of a
reward will induce people to give organs for the wrong reasons. “Avoidance
of self-interest on behalf of the donor must be implicit” in the screening
process, a position paper of the National Kidney Foundation declared in
1991. A decade and a half later, not much has changed. In 2006, the Institute
of Medicine acknowledged that “altruism—a motivation for action that is
concerned only about others” welfare—is sometimes viewed as the predomi-
nant and only acceptable motivation for donation in the current system.”27

In reality, though, mixed motives are as likely to accompany “gifts” as they
are to characterize paid acts—as, for example, in the case of a relative who
gives a kidney out of guilt.2® Guilt may not be the ideal motivation for the
gift—but it does not lessen the value of the organ to the recipient, and
neither would compensation. When a woman sells her eggs to an infertility
clinic or receives money for carrying someone else’s child in her womb, she
helps to fulfill her clients’ dearly held wish for parenthood. This phenomenon
of giving motivated by a mix of altruism and a desire for compensation is
nicely captured in an ad seen in a subway station: “Be a Sperm Donor. Good
Cause/Good Money. Help an Infertile Couple.”2® Similarly, many women are
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attracted to paid surrogacy because they love motherhood and sympathize
with women for whom it does not come easily. According to Sandra
Hodgson, a family law attorney and director of Northwest Surrogacy Center
in Portland, Oregon, compensation is a draw, but not the only one. “Money
is never the sole factor,” she told a reporter.3 A study on Iranian kidney
donors who received payment (Iran is the only country that authorizes organ
sales) found that many donors expressed marked distress over a perceived
lack of gratitude from the patients who received their kidneys.3! Their desire
for recognition is compelling evidence that these “sellers” saw the transaction
as being worth more than the price placed on the kidneys themselves.

To suggest that financial and humanitarian motives reside in discrete
realms is unrealistic—whether one performs a task for material benefit or
performs it for free, mixed motives such as the above are often involved.
Moreover, it is unclear how their commingling is inherently harmful. The
goodness of an act is not diminished because someone was paid to perform
it. Examples in support of this point abound: The great teachers who
enlighten us and the doctors who heal us inspire no less gratitude because
they are paid. A salaried firefighter who risks his or her life to save a child
trapped in a burning building is no less heroic than a volunteer firefighter.
Soldiers accept military pay while pursuing a patriotic desire to serve their
country. The desire to do well by others while enriching oneself at the same
time is as old as humankind. Indeed, the very fact that generosity and remu-
neration so often intertwine can be leveraged to good ends: to increase the
pool of transplantable organs, for instance.

And what about the “good” itself? Doesn't its value transcend its price
tag? Consider the example of a woman who owns a Picasso. She considers
it priceless yet has it insured, a process requiring an appraisal of its mone-
tary value. If the painting is destroyed, she will be compensated, but she will
never be fully repaid for the loss, because the artwork holds vast personal
meaning. Lori Andrews of Chicago-Kent College of Law offers another com-
pelling illustration:

Even though it would have been possible for me to have paid
$10,000 for a surrogate mother to gestate my son and $4 an hour
to a babysitter to care for him, I [would still] clearly think of my
relationship with him as special and not having a market value.32
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Clearly, something can have a price but still be invaluable. This is
because commercial transactions are embedded in social contexts which
endow acts of exchange, as well as the very goods that are being exchanged
(a Picasso, a baby, an organ), with great moral significance.

Returning for a moment to donor motivation, it is true that not every
blood plasma, egg, or sperm donor cares about the well-being of the recipi-
ent. Even if payment is offered as a symbol of gratitude, the donor may
engage in the transaction simply as a way to make money. But why should
that matter? When the Internal Revenue Service offers tax deductions for
charitable contributions, the charity that receives the money is essentially
uninterested in the donors motivations. Whether it is a heartfelt contribu-
tion or one made simply for the tax break, the charity is happy to cash
the check, knowing how much good the money will do for the needy. That
is its primary, if not exclusive, concern. The same principle should apply to
compensated organ donation. With the safety and freedom of the donor pro-
tected, the relevant emphasis should be on increasing the supply of donated
kidneys to reduce suffering and save lives.3>

And what about Michael Sandel’s distinction between things that can't be
bought and things that shouldn’t be bought? I believe the moral limits of
markets are reached when the good in demand—the kidney, in this case—
is rendered dysfunctional by the very act of paying the provider for it. That
is why it is impossible to “buy” someones friendship, love, or passion—none
of them “functions” properly unless given freely. Nor can one buy a Nobel
Prize, because it will lose its meaning as an honor. “Market exchange imme-
diately dissolves the good that you are seeking,” as Sandel puts it.>* But a
kidney is different. Once transplanted, it performs its essential functions of
filtering waste from the blood and maintaining water and electrolyte balance,
whether it is paid for or not. Indeed, not only does the kidney retain its func-
tion (which is obvious), but the humanity of both donor and recipient is
retained—perhaps even enhanced—whether it is paid for or not.

Sandel agrees that money can buy a kidney, and that the good survives
the selling, but then goes on to ask whether it should be allowed to. “Does
money degrade or corrupt the good at stake?” he asks. He asks whether we
should allow the selling of votes or military duty and concludes that doing
so would corrupt the ideals of citizenship and civic virtue. On buying kid-
neys, though, Sandel is, in the end, inscrutably silent. If there is a sacred
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principle threatened by rewarding a donor who is protected and informed
and whose actions save a life, he does not offer one.

Romanticizing Altruism

The debate surrounding incentives for organ donation sometimes resem-
bles a titanic struggle between uplift and greed. “As a rule, the debate is cast
as one in which existing relations of selfless, altruistic exchange are threat-
ened with replacement by market-based, for-profit alternatives,” observes
Kieran Healy, a sociologist at the University of Arizona.3> The National
Kidney Foundation, we have seen, warns against “self-interest on behalf of
the donor.”3% The ethics committee of the American Society of
Transplantation perpetuates an either/or approach to the issue: “Altruism
should not be abandoned for an organ system that would commodify
human organs.”3” Thomas A. Shannon, a professor of religion and social
ethics, writes, “I would think it a tragedy if . . . we tried to solve the prob-
lem of the organ shortage by commodification rather than by the kindness
of strangers who meet in the community and recognize and meet the needs
of others in generosity.”38

As we have already observed, however, the motives behind the acts both
of giving and selling are often mixed, and philosopher James Childress
rejects these as false choices. “Just as the economic model of human moti-
vation is deficient,” he writes, “so is the model that sees only unadulterated
altruism in the donation of organs. A more realistic conception of human
motivations, sentiments, symbols, and actions . . . should guide all public
policies in this area.”®

To be sure, unadulterated altruism is real. In the interest of full disclo-
sure, I must mention that I became a beneficiary of such glorious selfless-
ness in 2006 when a friend—and not a particularly close one—gave me
one of her kidneys. Perhaps altruism’s most vibrant expression is found in
good Samaritans such as Mark Thompson, the donor who was moved by
a wife’s poignant letter seeking a kidney for her sick husband. But our cur-
rent altruism-only system has a dark side: It imposes coercion of its own
by putting friends and family members in a bind. They might not want
to donate, but they feel they must, lest their relative die or deteriorate
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on dialysis. This uncomfortable reality is masked when the option of
compensation is foreclosed, but it is exposed when the opportunity to
compensate organ donors exists.

Consider the examples of Hong Kong, Israel, and Iran. When “transplant
tourism” from Hong Kong to mainland China became feasible, living dona-
tions dropped noticeably. According to the Israeli Ministry of Health, which
covers the cost of transplants obtained abroad since 1998, there has been a
reduction in living donations from relatives in Israel itself.40 The same phe-
nomenon transpired in Iran after 1989, when the country established a legal,
regulated market in kidneys.*! Many needy patients felt relieved, as did their
families: A kidney that could be obtained from a stranger eased the burden
on ambivalent would-be donors as well as on the patients themselves, espe-
cially older individuals, who were reluctant to ask their children to sacrifice
an organ for their sake.

In the United States, all transplants are altruistic—at least in theory. In
reality, sociologists have written, familial dynamics may involve guilt, overt
pressure, or subtle threats aimed at would-be donors.#2 Motives abound.
There is the “black-sheep donor,” a wayward relative who shows up to offer
an organ as an act of redemption, hoping to reposition himself or herself
in the family’s good graces.*> Some prospective donors seek community
praise.** For others, donation is a sullen fulfillment of familial duty, a way to
avoid the shame and guilt of allowing a relative to suffer needlessly and per-
haps even die.*> Inevitably, the status of “donor,” which by definition should
include only those who act voluntarily, is a broad category under which are
subsumed some reluctant, conflicted, or resentful individuals who give their
organs, but not in the spirit of unconflicted generosity.

Complications of intimacy don't end there. The “tyranny of the gift” is an
artful term coined by sociologists Renee Fox and Judith Swazey to capture
the way in which immense gratitude at receiving a kidney can morph into a
sense of constricting obligation. In their 1992 book, Spare Parts: Organ
Replacement in American Society, the authors write, “The giver, the receiver,
and their families, may find themselves locked in a creditor-debtor vise that
binds them one to another in a mutually fettering way.”#¢ When bioethicist
Cynthia Cohen claims that compensating donors “transform(s] what should
be an act of altruism into a commercial transaction [that is] contrary to our
basic social values,” she appears not to recognize, as Fox and Swazey do, that
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less-than-altruistic sentiments, motivations, and actions can fall under the
umbrella of social actions we call gift-giving. 47

Nor, it would seem, has Cohen spoken with real-life surgeons. In
his 1992 memoir, Thomas E. Starzl, the preeminent transplant surgeon,
wrote, “I and others had seen . . . donation made as a reluctant sacrifice
to someone for whom there was little or no affection. . . . If a prospec-
tive donor was deficient in some way, usually intellectually, the family
power structure tended to focus on his or her presumed expendability.”48
This so troubled Starzl that he stopped performing live kidney transplants
in 1972.

Organ donation reveals the many faces of altruism. Its happy public
image as a warmly glowing act of selflessness is partially fiction, and
the darker side makes one sympathize with Dr. Starzls decision and long
for the anonymity of a donor compensation regime as a benign way to ease
the pressure on emotionally conflicted loved ones.

Does Donor Compensation “Vitiate the Gift”?

Opponents of compensation allege that it somehow cheapens or under-
mines the meaning of giving away organs for free. David and Sheila
Rothman, historians at Columbia University, worry that market exchanges
will weaken the human bonds that are otherwise fortified through altru-
ism.*9 Nephrologists Gabriel Danovitch and Alan Leichtman express their
great concern “that kidney selling would distort and undermine the altruism
and common citizenship on which our whole organ donation system
currently relies.”0 Sociologist Amitai Etzioni urges the postponement of
paying for organs in favor of what he calls a “communitarian” approach
“so that members of society will recognize that donating one’s organs . . .
is the moral (right) thing to do . . . it entails a moral dialogue, in which
the public is engaged, leading to a change in what people expect from
one another.”!

Thus, in their view, the harm of reducing the intrinsic motivation of
altruism outweighs the benefit derived from increasing the number of
organs. The Rothmans find this problematic at the level of the family as
well as at the level of the community (where deceased donations operate):
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Rather than donate and run the risks of surgery and future com-
plications, family and friends might opt to purchase an organ;,
and if the market is as efficient as proponents claim, the pur-
chased organ would be equally sound.>2

As James Childress has put it, “Proponents of a system of organ donation
often appear to suppose that pure altruism marks the donation of organs to
the community for those in need and suspect that the presence of any other
motives vitiates the gift.”>3

This position was shared by the late Charles Fruit, chairman of the
National Kidney Foundation and the recipient of a kidney, who wrote in
2006, “Families decide to donate the organs of a loved one for altruistic
reasons. Payment is an affront to those who have already donated.”>*
His conviction has been echoed by Dorothy Hayes from Stamford,
Connecticut, who says that, “as a kidney donor, I consider cash for organs
an obscene proposal. . . . It was a gift to me to offer new life.”>> Similarly,
Michael Bourne, a professor of English who gave a kidney to his uncle,
has written that compensating donors would be “repugnant and wrong.” As
he put it,

No one is more powerful than a man who is giving away some-
thing of value and asking nothing in return. When that person
is risking his life, this power is infinitely more valuable than
mere cash.5®

These are valid points—as far as they go. But they depend upon a fun-
damental conceit that is unjustified: Hayes and Bourne presume that other
donors should derive the same meaning from the transplant experience
as they did. There is no other legitimate way of looking at the issue. In
other words, they would penalize innocent people languishing on dialysis
and facing imminent death for lack of an organ because others are not
as purely generous as they were. While such “altruism” is obviously a
sufficient motive for some donors, it is equally obvious that it is not sufficient
to motivate enough donors to meet the needs of the thousands of would-
be recipients on the waiting list. Why should those people be left to die
simply to preserve the sense of purity that other donors enjoy?
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Virginia Postrel (the journalist who was my kidney donor) has taken
Charles Fruit to task for his attitude. “The argument that paying organ donors
is ‘an affront’ to unpaid donors is disgusting,” she writes. “Are unpaid donors
giving organs to save lives or just to make themselves feel morally superior?
Even in the latter case, they shouldn’ care if other people get paid.””

According to Dolph Chianchiano, senior vice president for health
policy and research at the National Kidney Foundation, the NKF Family
Donor Council (comprising families who have donated the organs of
deceased loved ones) believes that compensating donors would “cheapen
the gift"—that is, reduce the value of the organs they gave to the people who
received them.?® This is a dubious assertion—though it seems plausible that
some might feel that way—but even if it were true, it would only be true for
those families; the vast majority of recipients would still consider the organs
precious beyond words. Whats more, those families would still have a moral
obligation to supply the (presumably) small group of patients who would
accept only altruistically offered kidneys.

If a person declines to donate because the act now seems devalued in
some way, then one has to question whether his intention to become a donor
was really motivated by altruism in the first place; after all, truly selfless
motivations would not be extinguished because others are enriched. What’s
more, under a regime that offered the option of compensation, donors like
Bourne and Hayes would have bragging rights: They were the ones who
acted out of generosity, not for material gain. This would enable them not
only to retain but to amplify the “warm glow” that comes from performing
acts of charity, and which some theorists consider a major motive for
giving > This distinction is obscured by our current system because it
requires that all who give must do so without reward. Given the importance
of “social signaling” through gift-giving—that is, of using a bequest to
announce one’s civic-mindedness or generosity—the opportunity to accen-
tuate the distinction should be most welcome to individuals who seek to
make such a social statement.%0

Would Bourne and Hayes have retained their own kidneys if other peo-
ple were simultaneously being compensated for theirs? They do not say, and
it is implausible to think they would not have saved a loved one; but Fruit,
in his leadership role in the National Kidney Foundation, apparently feared
that if the families of potential deceased donors were “affronted” by the idea
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of compensation, they might refuse to donate. Polls, however, suggest other-
wise: Most people are either attracted by the idea of incentives or unmoved
one way or the other.6! Whats more, family members of deceased donors
typically donate for an emotional purpose, such as extracting some sense and
goodness from an otherwise incomprehensible sudden death, to guarantee a
kind of immortality for their loved ones after death, or to enact a good deed.52
It is illogical to suppose they would deny themselves these comforts because
enrichment was available to others. Needless to say, would-be altruistic
donors who are bothered by the idea of compensation could always refuse to
accept the money, or could donate their payments to worthy charities, enlarg-
ing further upon their good deed.

Conclusion

“We can either preserve human dignity,” warns the National Kidney
Foundation, “or engage in a wholesale sellout to the laws of supply and
demand.”3 If these are our only options for addressing the organ shortage,
then the decision is easy: Maintain the status quo and reject campaigns for
donor compensation. But this is a false choice.

The true dilemma is larger and more ethically complex. It is a tension
between respect for the dignity of rewarded donors and the amelioration of
patients’ suffering. Many critics appear to ignore this tradeoff. They rarely
speak of balancing the risks against the benefits. Indeed, one would hardly
know that the urgent calls to make donor compensation legal have arisen
for a powerful reason: to stanch the needless suffering and prevent the pre-
mature deaths brought about by the lack of organs.

This is because the critics have a far greater allegiance to abstract ideas
about dignity and the visceral wisdom of queasiness than to actions that
could avert needless misery. To be sure, virtually everyone involved in trans-
plant practice and policy prefers that altruism be sufficient to inspire an ade-
quate supply of organs.5* But, sadly, as we have seen, it is not up to the task.
Some altruistic donors choose to express their personal values by insisting
that all would-be donors derive the same meaning from the act as they did—
a perversion of the very spirit of altruism. Even the fulfillment of familial
commitments can be contaminated by hidden agendas and resentments.
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And as far as social solidarity is concerned, how can we possibly rely upon
collectivism to solve the problem when so many people continue to suffer
and die on dialysis?

Ironically, a system based on altruism-or-else fails to accommodate one
of the most widely held values in the bioethics canon: autonomy. Individual
freedom is enhanced when options are increased. This includes the freedom
to refuse remuneration. Indeed, just as “dignity” is invoked as a reason to
oppose donor compensation, it can be seen as a potent justification for sup-
porting it, because compensation promotes vital features of human dignity
as commonly understood: the advancement of freedom, the amelioration of
suffering, and the preservation of human life.

As much as I decry their values and choices, the critics have a right to
their moral commitments. Their views, however, must not be allowed to
determine binding policy in a morally pluralistic society. A donor compen-
sation system operating in parallel with our established mechanism of
altruistic procurement is the only way to accommodate us all. Right now, the
law forbids latitude. Tragically, there is no room for individuals who would
welcome an opportunity to be rewarded for rescuing their fellow human
beings; and for those who wait for organs in vain, the only dignity left is that
with which they must face death.
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Altruism and Valuable Consideration in
Organ Transplantation

Richard A. Epstein

The present legal regime for organ transplantation in the United States
was created by the National Organ Transplant Act (NOTA) of 1984,
which includes an uncompromising prohibition of organ transplants
performed for “valuable consideration.”! With that prohibition, NOTA
has enshrined altruism as the watchword of the transplantation establish-
ment. Thus, the Transplantation Society proclaims, “Organs and tissues
should be freely given without commercial consideration or financial
profit.”2

Unfortunately, the chief consequence of this policy choice is a per-
sistent and growing shortage of transplantable organs. Even detractors of
market transactions in organs grudgingly recognize that exhortation and
other half-measures have not shortened the ever-longer queues for kid-
neys and other transplantable organs.> Not surprisingly, the growing
kidney shortage has spurred demands for some liberalization of NOTAs
prohibition by allowing, at the very least, a regulated market that provides
some compensation for living transferors (who can no longer be called
donors). According to Sheila and David Rothman, “The idea of establish-
ing a market for organs, although certainly not new, is now attracting
unprecedented support.”

Some proponents of compensation for organ transplants have urged
that the government purchase organs at stipulated prices and then dis-
tribute them in accordance with standard United Network for Organ
Sharing (UNOS) criteria.? Others, like myself, are willing to let prices

79



80 WHEN ALTRUISM ISN'T ENOUGH

vary freely in an open-market setting. Between these two positions are
still other proposals that rely on tax or in-kind benefits (such as free
health care to organ donors) to reduce or eliminate the current shortage.6

Nevertheless, defenders of the status quo raise a variety of ethical and
practical objections to introducing any financial incentives. Their reform
agenda stresses finding new incremental methods to increase the number
of donated organs, whether through educational programs, the use of
riskier (often infected) organs, or a redefinition of “death” (to include vic-
tims of fatal cardiac arrest as well as the brain dead) to expand the pool
of organs for deceased-donor transplantation.” Opponents of incentive
programs insist that their imperfections, evident in developing nations
such as Pakistan and India, will be replicated in the United States.8 They
warn of the risk of transplanting diseased organs from paid donors who
lie about their medical status to make the sale. And, finally, echoing the
earlier work of Richard Titmuss on blood donations, they denounce paid
transplants for impoverishing ignorant suppliers of organs and crowding
out altruistic transactions.? It is possible even to point to cases of fraudu-
lent refusals by transplant intermediaries to pay for harvested organs on
the bald assertion that the organs were not of usable quality.l9 More
philosophical critics fear that organ sales will lead to the commodification
of the human body, a diminished respect for the voluntariness of consent,
a compromise of individual autonomy, and a reduced level of emotional
support within families.11

These objections are all overstated. None justifies NOTAs wholesale
ban on organ transactions. Nor do they justify the large expenditures
incurred in ineffective attempts to expand the organ supply within the
NOTA framework.

This chapter explores the philosophical and economic weaknesses of
the prevailing legal regime for organ transplantation. In it I examine the
inconsistent attitudes toward altruism that characterize current legal pol-
icy, and consider the choice between regulated and unregulated markets,
advancing reasons to prefer the latter. Next we give some estimate of the
value of a serviceable kidney and the net social gains we can expect from
allowing kidney exchanges. Finally, we examine and reject any claim that
financial incentives are self-defeating because they will “crowd out” vol-
untary donations.
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Our Uneasy Embrace of Altruism

No one can gainsay the nobility of altruism, whereby an individual displays
an unselfish concern for the welfare of others. Indeed, there are doubtless
many cases in which ordinary people have put the well-being of others
ahead of their own. At the same time, the powerful forces of individual self-
interest predict that, like other precious commodities, altruism will be in
short supply in a wide variety of social contexts. Most organized markets
choose some form of exchange, such as sale, barter, or hire, precisely to
avoid excessive reliance on generous impulses in the organization of social
life. Any moral preference for altruistic organ donation must still contend
with Adam Smith’s simple empirical estimation that altruism alone will not
stimulate individuals to act for the benefit of others, except in family or inti-
mate group settings. Here are Smith’s familiar words from 1776:

Man has almost constant occasion for the help of his brethren,
and it is in vain for him to expect it from their benevolence
only. . . . It is not from the benevolence of the butcher, the
brewer, or the baker, that we expect our dinner, but from their
regard to their own interest. We address ourselves, not to their
humanity but their self-love, and never talk to them of our own
necessities but of their advantages.12

Although we can quibble on details, Smith’s basic message is sound,
even prophetic: It is dangerous for a social system to rely on a laudable but
unreliable set of motivations. Markets succeed because they rely on the
prospect of private returns from voluntary transactions to sustain the opera-
tion of the overall system in the long run. Smith correctly spoke of butchers,
brewers, and bakers. It would be wrong to extend his argument to husbands,
wives, and parents, for altruism and sentiment play powerful roles in inti-
mate settings. These observable patterns are just one vivid instance of the
“kin altruism” that is a staple of modern evolutionary theory.

It is, therefore, not surprising that, with respect to a risky organ transplant
such as that involving transplantation of a portion of the liver, typically the
only persons willing to undertake the procedure are parents and other close
relatives of the recipient.!3 Quite simply, as personal connections grow weaker,
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altruism inevitably declines. Of course, heroic acts of rescue and charitable
assistance to the poor, bereft, and disabled remain.1* But rescues typically
take place in unstructured situations where the direct perception of peril
prompts people to action, and charitable transactions involve only the gift of
time or money Kidney transplantation requires surgery. In 2006, Good
Samaritan donors who offered kidneys to those next in the queue accounted
for only 66, or 1.02 percent, of the 6,435 living donors.15 As the events of the
past forty years have shown, their numbers would not have been increased
by any combination of private exhortation, social tribute, or moral praise.

There is, moreover, good reason to think that our internal biological
instincts work against our willingness to donate organs, with or without
compensation. Cutting open the body is an unnatural act to which all sen-
tient creatures develop a strong natural aversion. Biological sentiments do
not evolve nearly as rapidly as technology, which is why anesthesia must be
administered to perform surgery on living organisms not biologically
equipped to distinguish beneficial from harmful invasions. Alvin Roth has
recently made the provocative argument that this “repugnance” often places
real social restraints on voluntary transactions involving the body,16 and it
follows that any inbred repugnance to cutting open one person to help
another should doom altruistic as well as paid transactions. There are scars
in both cases.

Today’s ban on organ sales, therefore, cannot reflect disgust with the sur-
gical procedure, but rather repugnance at payment, which does not have any
biological source at its roots. Indeed, as Roth recognizes, the common cul-
prit is the fear of “coercion.”!7 Yet with organ transplants this term is used in
a near-Pickwickian manner that does not distinguish between the threat of a
harm and the promise of a benefit. When, for instance, Gaston, Danovitch,
Kahn, Matas, Schnitzler, and I advanced a modest proposal to allow a regu-
lated market in organ transplantation,'® Mark Fox responded that it was
“coercive” to persons of limited means, and so reflected “the folly of the
privileged, not the reality of the poor.”!® How the poor are hurt by an
expanded set of options, Fox never explained. Clearly, we have learned to
overcome our natural revulsion to surgery. It would help greatly if Roth and
Fox criticized, rather than just recounted, broad definitions of coercion that
condemn voluntary exchanges for mutual advantage as if there were a
taking by A from B.
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This drumbeat of coercion has also been directed at an organization
called LifeSharers that seeks to expand organ supply.20 Impatient with the
current legislative logjam, its founder, David J. Undis, a retired insurance
executive, has implemented a program of donations in which, by agreement,
each program participant is given preference over nonparticipants in receiv-
ing a suitable cadaveric organ from another participant.2! In effect,
LifeSharers introduces a weak form of promissory barter among group mem-
bers. Ironically, LifeSharers in reality only takes a leaf from the UNOS play-
book, whose current protocol puts live organ donors at the head of the
queue should they need organs (a preference that is conveniently not regarded
as “valuable consideration”). Yet, once again, Fox and his coauthors con-
demn the “coercive nature” of LifeSharers’ preferred-status mechanisms,
insisting that they play on the fears of potential members that they might not
get needed organs.22 Expressing a similar hostility to other innovative strate-
gies, Sheldon Zink and her colleagues condemn all programs that aim to
expand the organ supply by financial means on the ground that they under-
mine the current UNOS structure, with its elaborate queuing procedures.23

Such shortsighted and misanthropic views emerge from a misunder-
standing of how altruism works. At present, UNOS allows an individual
to make a directed donation to any person he or she chooses, irrespective
of position on the waiting list. But this policy does not satisfy many critics of
UNOS, who think that a communitarian ethic should be followed by requir-
ing every altruistic donor—living or deceased—to give his or her kidney to
the first person on the list. T disagree. Not allowing donors to choose their
donees goes against every principle of charitable giving. The best way to nour-
ish altruism is to permit individuals to connect to whomever they choose. It
hardly helps to condemn generous individuals for making gifts to the “wrong”
people. What matters is the completed kidney transfer, not some refined dis-
cussion of whether a particular donor is selfish or generous. Without directed
donations, many prospective donors will just keep their kidneys. Yet allowing
a directed donation removes one person from the queue, thereby shortening
it for everyone who remains. Directed donations let everyone gain and no one
lose. They do not create some dubious loophole for UNOS to close.2*

The establishment’s hostility toward directed donations does not apply
to transactions within families or between close friends. But it does brand
altruism toward specific strangers as somehow unethical or unnatural or,
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worse, a cloak for some hidden—and illegal—benefit in cash or kind.
Arthur Caplan, a University of Pennsylvania bioethicist, voices outright
opposition to any gift between strangers: “It undercuts the ability of the sys-
tem to get organs to those most in need and who have the best chance to
survive. . . . Its not fair because it gives priority to people who can get atten-
tion.”2> The first point is misleading, because “in need” refers, perhaps, to
those patients who are “most sick,” but these are not the individuals who
will gain the greatest number of years of high-quality life. All too often the
actual recipients are the persons nearest to death. They are not, as Caplan
suggests, the persons “with the best chance to survive.” Nor does Caplan
explain why getting attention is a bad idea, given that it can often serve as a
rough proxy of one’s determination to fight the disease, or of a familys will-
ingness to help out in times of stress. Finally, public solicitations generate
positive externalities: Greater media coverage can make more people aware
of how donating organs saves lives, thereby increasing supply.

Such conscious efforts to solicit donations from comparative strangers by
advertising on billboards, in newspapers, and on the Internet have, not sur-
prisingly, emerged from the limited success of donations within families or
between close friends. A website called MatchingDonors.com, established in
2004 to link prospective donors and recipients, has come under particular
scrutiny out of fear that it can invite covert payment in violation of NOTA.
Matchingdonors.com takes whatever steps it can to block any violation of
the law. Even so, UNOS has criticized the website because it requires a fee
for participation, which is said to “exploit vulnerable populations”26—yet
another overbroad reliance on the language of coercion.

Why this criticism should be directed at Matchingdonors.com but not
other fee-based services is difficult to fathom. Surely, it cannot be because
of its listing fees, which are often waived for persons in need. UNOS
also protests that the program favors those with the best “media skills,”
which both ignores the modest increase in supply generated by the adver-
tisements on the website and again imbues the dysfunctional UNOS list
with an undeserved normative superiority. Socially, it is desirable for
Matchingdonors.com to redirect organs to persons who may have a longer
life expectancy or greater productivity than those at the top of the UNOS
list. An organizer of a similar web-based donor-matching program said
of the program’s success, “We're drawing a lot of people to donate who
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wouldn’t otherwise. We're saving lives.”?’ Rather than buck the trend,
UNOS should join it by using its own databases to create a similar service.

Neither directed donations nor preferential rights, however, can do much
to negate NOTAs prohibition against valuable consideration. In particular,
egoistic forces will limit LifeSharers’ benefits. LifeSharers has not brokered any
transplantation, and for good reason: Persons with pure altruistic sentiments
do not need to join LifeSharers. They can just give their organs away in life or
at death. More importantly, the LifeSharers program is dominated by paired
kidney swaps.28 In the simplest swap, the healthy spouse in one couple, for
example, is blood type A, and his or her mate who has kidney disease is blood
type B. The situation is reversed in the second couple, where the healthy
spouse is blood type B, and the sick spouse is blood type A. Neither spouse
can help his or her mate directly by transplant, but allowing the transfers
across couples is a form of barter that helps both. The two healthy transfer-
ors have, in effect, entered into two transactions: each healthy spouse makes
a gift to his or her sick spouse, but at the same time each healthy spouse
barters kidneys with the healthy spouse of the other couple. There is thus an
exchange between couples and a gift within couples.

UNOS claims persuasively that these transactions do not involve valuable
consideration—a fiction for which we should be grateful .29 But we know that
altruism is not the sole force driving them, because all four parties are put
under anesthesia at the same time to be sure that none can renege. To be sure,
the participants in paired kidney swaps are no less altruistic toward their
spouses than those who are fortunate enough to make direct organ donations.
Yet, however we characterize the arrangements across families, within fami-
lies the immediate return dwarfs any remote benefit that LifeSharers could
supply. Given ordinary self-interest, the urgent necessity to provide an organ
right now to a loved one weighs more heavily than the prospect of getting an
organ in the distant future from some amorphous pooling system.

Regulated and Unregulated Markets
Faced with the structural limitations under NOTA, it is no wonder that

efforts to stimulate the supply of donor organs have not come close to what
is needed to eliminate the current shortages. Even under the best circum-
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stances, securing a steady supply is surely more difficult for organs than
for the consumables of which Adam Smith spoke. There are lots of repeat
players in standard markets, most of whom are reluctant to cheat on a
single transaction if they might jeopardize a profitable long-term relation-
ship. In the absence of permanent intermediaries, however, organ trans-
plants are strictly one-off, high-stake deals. Once one kidney is gone, no sane
person will sell off the second. The market has to be properly structured the
first and, more critically, the only time around. The market for organ dona-
tion is thus elusive and decentralized, both for altruists and egoists. Over the
long term, the legal system must motivate many individuals to donate,
knowing that each can make, at most, a one-time contribution to any
overall reduction in the organ shortage. It is not possible for a single rich
donor to overcome the shortage by donation except, ironically, by altruisti-
cally providing funds to purchase organs from nonaltruistic persons.

The question is how best to fill the gap. The key choice is between a
regulated market in which only the government can provide the organs at
stipulated prices and an open market in which prices can vary with supply
and demand. This choice divides critics of the current NOTA ban. Arthur
Matas is perhaps the most articulate defender of the regulated market.30
Politically, I support his proposal wholeheartedly, relative to the status quo
under NOTA. Indeed, if government administrators set prices correctly, the
scheme might eliminate shortages altogether.

Nonetheless, in principle, I believe this proposal comes off as second-
best. Government monopolies have never worked as well as competitive
industries because they cannot harness all the available information to set
prices and quantity at the correct levels. State monopolies don't work for
ordinary bread; why think they will work for kidneys, whose value is so
much more difficult to assess, given that their costs and benefits are not, as
critics of organ markets stress, easily monetizable?

Second, an organ transplant does not involve a simple sale that
exchanges goods for money. Unfortunately, any transplant poses serious
personal risks to the seller, so both parties must be assured that their partic-
ipation will not lead to death, disease, or other incapacity—which is why
third-party intermediaries, including brokers, may fill the role of the repeat
players needed to stabilize this market. Nonetheless, Matas takes an uncom-
promising stance against their use:
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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 gov-
ernment-determined contractor. Currently existing prohibi-
tions on private brokers and contact between the donor and
recipient would remain in place.32

[ believe this proposed prohibition is a mistake. In industry after indus-
try, brokers more than pay for themselves, especially in complex transac-
tions. Where limited capacity and undue influence are serious risks, the
dominant legal rule allows a weaker side to back out of a transaction when
it has not received independent representation.33 Why fight the wisdom of
the ages and force ordinary individuals—all first-time players who might be
reluctant to enter the organ market without professional assistance—to
fend for themselves in dealing with government monopolies? Paid brokers
could expand the possible set of matches for potential buyers and sellers
and provide standard-form terms on which to base these transactions.
As repeat players with fiduciary duties, these middlemen could help
protect the weak and the vulnerable. By advertising their services in legal
markets, they would use their reputational capital to create an implicit
bond against their own bad behavior and that of their clients. And, surely,
we should let hospitals and transplant surgeons help with that task. A vol-
untary market would founder unless it could assure sellers (just as it must
assure donors) that they are suitable kidney transferors.

Last, the unregulated market would be able to break free of the UNOS
waiting list, which gives undue preference to persons for length of stay
on the list. Most likely, the higher bidders would be the persons who stood
to gain most from the use of organs. That result would hold even for per-
sons of limited means, for they would be more able to attract assistance
from generous third parties if they had better prospects for good health.
Indeed, since it is easier to attract gifts of cash than organs, my prediction
is that voluntary charities would enter this market to help individuals
obtain organs even when they had limited financial means. The decentral-
ized control of unregulated markets should outperform government
monopolies, here as everywhere else.
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Measuring the Benefit of a New Kidney

Given that financial incentives could lead to an enlarged pool of kidneys,
how do we measure the potential benefit? A detailed discussion of financial
accounting and the medical cost-effectiveness of transplantation as com-
pared to dialysis under our current programs for end-stage renal disease is
presented by Huang, Thakur, and Meltzer.3* Here I consider, instead, the
broad psychological and social benefits of receiving a kidney transplant.

Let us begin by looking at some of the essential elements of any global
analysis. First, transplantation is cheaper than dialysis. Arthur Matas and
Mark Schnitzler have estimated the net savings from kidney transplants at
$94,000 for each successful graft, excluding the improvements in quality
and duration of life for transplant recipients.3> For this social calculation, the
identity of the payer is irrelevant; it does not matter that the government
pays for dialysis instead of the individual. But these monetizable costs only
account for a small portion of the overall cost of kidney disease. The dread-
ful suffering of patients on dialysis is a social given.3% Any estimate of the
costs of living on dialysis rather than receiving a transplant starts with the
shortened life expectancy of dialysis patients, which today averages around
four or five years,37 and must also take into account the impaired quality of
the patients life from this harsh and unrelenting procedure.

To be sure, some evidence in the happiness literature suggests that the
mental well-being of persons on dialysis does not decline as much as healthy
individuals would expect;8 but there is a clear tension between the opti-
mistic findings in that literature and the more somber state of affairs revealed
by the actual behaviors of dialysis patients. Other studies report a far higher
rate of depression and other psychological disorders. Self-reported kidney
disease has also been associated with a threefold increased risk of attempted
suicide in the National Comorbidity Survey.3®

In addition, as many as 25 percent of the deaths of individuals on dial-
ysis result from voluntary withdrawal from the program, usually among
older patients with other complications.*° The difficult task is to disentangle
the relevant motivations. One possibility is that withdrawal is a form of
suicide—a desperate act by a patient who can no longer tolerate the physi-
cal and emotional strain of dialysis. A second view is that it is a rational
end-of-life decision made by composed individuals in consultation with
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their families. These patients are likely suffering from comorbid conditions,
malnutrition, dementia, malignancy, pain, or physical immobility.*! They
might be ready to die. Data from the United States Renal Data Service sug-
gest that about 1 percent of the five thousand to seven thousand voluntary
withdrawals from dialysis in 2005 were suicides.*2 Kurella and others found
that dialysis patients had an 84 percent higher rate of suicide than the
general U.S. population, after accounting for differences in population
distribution.*> That result undermines earlier data in a 1971 study that
found dialysis patients’ suicide risk a hundred times that of the general
population.** Tt also calls into question a landmark study of Scandinavian
patients that found suicide rates among dialysis patients fifteen times those
of the general Scandinavian population.*

Yet even these more recent studies do not resolve the question entirely
because of the difficulty of classifying cases with multiple motives. The
Kurella study reports all data in a strictly dichotomous fashion and does not
seek to determine whether any of the cases that are tracked as withdrawal
should be classified as joint causation cases, in which the question is how
much being on dialysis increases the odds of withdrawal from treatment,
relative to patients with roughly analogous conditions who are not on dial-
ysis. That study, therefore, represents a lower boundary on the number of
suicides attributable to dialysis; but given its methodology, it cannot capture
all the cases.

The hard question is how much one should bulk up the number of
suicides to take into account these partial cases. Here is one way to
approach the problem. Kurella’s data report that for all patients the number
of suicides is 264, and the number of patients who withdraw from dialysis
is 44,465. It is unlikely that many of the reported suicides were, in fact,
simple withdrawals. People are reluctant to report deaths as suicides when
they are not. But if we assume that 1 percent of the reported withdrawal
deaths were attributed to suicide, the 264 becomes 509, so that the incre-
ment over the base rate is no longer 1.84 but 3.54. That number seems
quite low. If one substitutes 5 percent, the new number becomes 2,487
(2223 + 264), or 17.33 times greater. And, ironically if one-third of the
deaths are attributable to the dialysis, the level of increase is around 105
times. This last estimate seems high, to be sure, but the 5 percent incidence
surely does not.



90 WHEN ALTRUISM ISN'T ENOUGH

Even if the more optimistic happiness assessments are accurate, they
necessarily omit the loss in individual productivity of the dialysis patient and
the social stress that constant dialysis imposes on the patients family and
friends. Since no composite measure of the total psychosocial effects exists,
let us assume for the sake of argument that the value of a year spent on dial-
ysis generates, at most, one-half the satisfaction of a year of good health—a
“back-of-the-envelope” estimation that is sufficient to allow us to conduct
the following thought experiment.

Consider, first, the median value of $250,000 that Murphy and Topel
place on a year of good health. The figure, which is derived from the amount
of money a man in his mid-fifties would pay for reduced death rates
from heart attacks and cancer, serves as a reasonable starting point for fur-
ther calculations.*6

The average patient starts dialysis at age sixty-two and survives for four
to five years.*” The Murphy and Topel figure translates into a psychosocial
gain of $125,000 for each year spent on dialysis. From that figure, we must
subtract the heavy costs of running a dialysis program. Huang and col-
leagues report that the total bill for dialysis in 2005 was $17 billion for about
314,000 dialysis patients, which works out to about $56,000 per patient per
year.*8 To those costs must be added the other costs, both familial and social,
incurred to care for these patients, including outlays by patients and fami-
lies, which amount to about $4,000 per year. Together, these expenditures
reduce the benefits of dialysis to $65,000 per patient per year. The present
value of this income over the course of five years, discounted at the standard
(inflation-free) rate of 2 percent is $306,375.

This is a substantial figure, but the net gains from dialysis are nonethe-
less dwarfed by those from receiving a serviceable kidney. A cadaveric
kidney will remain functional for about eleven years; a kidney from a living
donor will last about twenty.*® Based on the average of these two figures, we
can say that a kidney transplant provides about fifteen years of dialysis-free
life to its recipient. We should not assume that living with a transplanted
kidney returns the recipient to a perfect state of health, for complications
may reduce the size of the potential gain. So a gain of $250,000 per year
with a transplant sounds optimistic, but an 80 percent (or $200,000) esti-
mate for restored health does not. To that figure should be added any extra
earned income of the transplantee, as some studies have suggested that the
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employment rate of transplant recipients approaches twice that of demo-
graphically matched dialysis patients.>0

Offsetting the personal and financial gains from transplantation are
its costs. These are far lower than those for dialysis. A plausible estimate
places the cost for the first year of a living-donor transplant, including the
one-time procurement process, transplantation, and postsurgical hospital-
ization costs, at about $75,000.51 The immunosuppressive drug regimen
also imposes recurring, nonnegotiable expenses that average around
$12,500 a year, reducing the annual gains of the transplant to $187,500.52
The present value of this income over the course of fifteen years, dis-
counted at a rate of 2 percent, is $2,334,237 after the one-time costs associ-
ated with the procedure are taken into account. Subtracting the value of the
five-year course of dialysis puts the present value of the net gains from the
transplant at approximately $2,027,862. Divide that figure by two or four
and the gains are still major. Whatever the difficulties in attaching dollar
signs to psychosocial well-being, these numbers offer a tidy explanation of
why so many people frantically search for kidneys for loved ones.>> The
gains are enormous.

The other side of the equation examines the cost to donors. Kidney
transplants have become remarkably safe, with an anticipated mortality rate
of about three persons in ten thousand.’* The average organ transferor is
around forty years old, with a life expectancy of about forty years.”> Each
donor death, therefore, results in the loss of about 2,080 weeks of life. Three
such deaths equal about 6,240 weeks, which, spread over ten thousand per-
sons, averages about four days of expected life per person—with obviously
a very skewed distribution. Bicycle-riding and cosmetic surgery are riskier.
Based on these calculations, the monetized value of the risk of the donors
death is around $5,000, to which must be added the costs of impaired func-
tion, further health-care treatment, and any income loss from reduced
employment prospects. Transferor complications are estimated at under 2
percent which, our Gaston group estimated, add costs of between $23,525
and $32,800 per transplant. This figure is probably low because it ignores
personal anxiety, family tensions, and risk aversion from uncertainty. Let us
put the total figure, then, at $50,000 or $100,000, which is large enough to
make even dedicated altruists pause. And so the inability to find altruists
who are prepared to sacrifice personal interests worth $50,000 or $100,000
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makes it impossible to unlock $2.7 million of estimated potential gains.
Perhaps these exact numbers are overstated. The relative magnitudes are not.

Crowding Out

There remains one last bastion of opposition to the use of financial incen-
tives in kidney transplantation. Quite simply, the communitarian response is
that such a program will prove self-defeating, since any increase in the
number of paid donors will result in an equal or greater displacement of
altruistic donations, as payment for organs “crowds them out.” Sheila and
David Rothman call such displacement one of the “hidden costs” of donor
compensation. They suggest, as well, that it might “engender conditions
inimical . . . to social cohesion.”® Nephrologists Gabriel Danovitch and Alan
Leichtman echo the latter sentiment in their article, “Kidney Vending: The
‘Trojan Horse’ of Organ Transplantation™ “Our greatest concern is that kid-
ney selling would distort and undermine the altruism and common citizen-
ship on which our whole organ donation system currently relies.”>” It is
important to examine the theoretical and empirical evidence that can be
brought to bear on this question.>®

Theoretical Concerns. The argument that compensation for organs will
undermine altruism is a serious challenge to incentive programs, for if it is
descriptively correct, then any such efforts will only intensify the already
intolerable shortages. Fortunately, there is no reason to think that an organ-
ized market will have this effect in this context, any more than it has had in
other contexts. The simple observation here is that one does not have to
appeal to any considerations of social cohesion to explain the current short-
ages. Standard neoclassic economic theory predicts massive shortages when
valuable commodities can only be sold for $0. The dollop of altruism shifts
the supply upward, but it does nothing to undo the shortages. Why, then,
reject the predictions of this simple model of how people would behave if
financial incentives were allowed, when it already offers an accurate descrip-
tion of how they behave under the present NOTA ban?

To sharpen the theoretical argument, consider different variations on the
basic crowding-out theme. One claim is that payments given to some will
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signal to others that they should refuse to participate in a system that
refuses to honor their deepest preferences. But why? Charitable activities
often take place side by side with paid ones. The true altruist should be more
concerned with the condition of the potential recipient than with the finan-
cial motivations of other individuals who receive payment for their organs.
With blood, for instance, the small sums paid might be construed as deni-
grating the gift, but the far higher prices in any anticipated kidney markets
would dispel any such illusion, and they should help reinforce the undeni-
able fact that every kidney is precious.>®

Even if we suppose that crowding out does persuade some altruists to
leave the market, the next question is, how many will leave? We can be quite
confident that close family members will not abandon a planned donation
for a patient who cannot procure a kidney by purchase. If Jones receives
$100,000 from Smith for an organ, Williams is not likely to let her spouse
languish on dialysis. The only people who refuse to donate are the few who
take genuine umbrage that others have accepted payment. But some of these
potential altruists might remain in the market by taking cash themselves.
And they are likely to be joined by a much larger number of healthy persons
who enter the market for financial gain. Any transfer payment to lapsed
altruists, moreover, does not count as a social cost, for the private loss to the
payer is offset by an equal gain to the payee. What matters from the social
perspective is the unambiguous increase in total supply.

Going further, let us suppose the supply response is so strong that indi-
viduals no longer give organs to family members, but choose to purchase
them instead from third parties. Here altruism remains when the parent buys
an organ for a child, just as it does when an organ is obtained today through
paired donation. In addition, the ability to find a third-party organ supplier
removes much of the unbearable social coercion that individuals can put on
reluctant family members to become donors. Organ donation under the cur-
rent rules is not nearly as romantic or selfless as the defenders of the current
system believe.

There are other sources of gain as well. The person paid could be
younger and healthier than the family member, or a better match with the
organ recipient. If so, then the cash payment secures both a lower risk to the
transferor and a greater benefit to the recipient, all at a modest transaction
cost. The emergence of this market should, therefore, be welcomed as a
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general social improvement that leaves everyone better off and no one worse
off. People who care more for the well-being of other individuals should
laud, not condemn, these transactions. At the very least, they should wel-
come experiments to see whether the relaxation of the UNOS ban increases
overall supply. If it does not, everyone will want to stop. If it does, then we
should move to expand any program that enjoys some success.

Empirical Evidence. One cost of the NOTA ban is that it is impossible to
gather direct empirical evidence as to how paid organ markets, regulated or
unregulated, might work. Most of the evidence has to come from other
sources. The one active market that supplies some information is the market
in blood and plasma. The criticisms of that market made nearly forty years
ago by Richard Titmuss in his seminal 1971 book, The Gift Relationship: From
Human Blood to Social Policy, are said to offer compelling arguments against
relaxing the NOTA ban. I believe that Titmuss misunderstood how markets
operate and, in consequence, was far too pessimistic about paid transactions.

Without question, as Titmuss pointed out, a sale system may induce
some desperate people to lie about drug abuse and prostitution in order to
sell blood. But this risk presents a serious danger only when there is no inde-
pendent way to screen blood for various conditions. Titmuss wrote a couple
of years too early, for in 1973 sensitive tests emerged to detect hepatitis B,
followed by tests for hepatitis C and HIV. Similar tests helped secure the
blood supply from AIDS in the early 1980s.%0 In addition, Titmuss did
not see the importance of payments to repeat suppliers of plasma, for which
voluntary efforts at collection prove insufficient.61 Only the extensive use of
paid individuals makes it possible for the United States to maintain a thriv-
ing domestic and export business in blood plasma, almost all of which is
obtained in exchange for payment. Since plasma collection is a much more
time-consuming process than whole-blood donation, without remuneration
there would not be enough providers.62

The overall moral is clear. Once the screening for contamination
improves, safety risks can be handled directly. Once those safety issues are
under control, cash payments can be used, if necessary, to increase supply,
which varies from region to region, without creating an unwanted moral
hazard. In any event, it is always possible to adopt a mixed strategy, in which
certain people are forbidden to sell (or, for that matter, donate) blood, while
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others are allowed to either sell or donate, or do both, at their own choice.
Reliable tests offer a far superior way to deal with health risks than an out-
right prohibition on blood or plasma sales.

Blood, moreover, is not readily comparable to kidneys. Under any legal
regime, shortages of blood are far less likely than shortages of kidneys. The
operational definition of an altruistic act is one in which an individual reveals
unselfish motivation by taking an action that has a net cost to the actor in
order to secure some gain to the recipient. But the level of altruism is sensi-
tive not only to human motivations, but to the size of the expected sacrifice.
Quite simply, pure altruism is less likely for kidneys than for blood, owing
to the cost differential. The person who donates a pint of blood worth
$100 is far less likely to donate a kidney with an implicit cost (as we calcu-
lated above) of between $50,000 and $100,000. Thus, the widespread, weak
altruism of blood donations has not, and will not, be repeated for kidneys.

Conclusion

Clearly, the gains from trade are so great that the legalization of organ sales
(or at least the use of valuable consideration in some form) should be
allowed, subject to modest safeguards of the sort commonly used to prevent
anyone from taking advantage of donors. The usual objections against finan-
cial incentives that prop up the NOTA ban are grossly inflated. The problems
with foreign organ markets do not show the inherent weakness of such mar-
kets; they show only that no system of exchange can work without clearly
defined property rights, strong contractual enforcement, and a range of
intermediary parties who (as repeat players) can increase the confidence of
potential transferors and recipients in the probity of the system. Altruism,
however worthy, cannot trump self-interest as the dominant motivation in
human affairs. Until we remember that simple lesson, we are doomed to
suffer through the chronic shortages of organs that have developed in recent
years. We must start down the road toward financial incentives, for other-
wise the growth of the UNOS waiting list will continue unabated. Only
liberalization of the organ market can prevent more needless deaths.



7

Crowding Out, Crowding In, and
Financial Incentives for Organ
Procurement

Benjamin E. Hippen and Sally Satel

Opposition to organ donor compensation based on fears of “crowding out”
gathers empirical sustenance from an intriguing intersection of psychology
and economics.! Drawing from an inference first offered by the late Richard
M. Titmuss in his landmark 1971 study on blood procurement, The Gift
Relationship: From Human Blood to Social Policy, motivation crowding theory
challenges the premise that the supply of a good or service increases in
response to an offer of monetary incentive.2 Contemporary proponents of
“crowding out” argue that, contrary to orthodox neoclassical economic the-
ory, certain kinds of desired behaviors actually decrease in response to the
offer of an incentive. Here we examine documented examples of crowding
out to determine whether they support predictions that offering compensa-
tion to kidney donors would cause volunteer donation to decline so
dramatically that the total number of available organs would fall below the
precompensation baseline.

Blood Procurement: Richard Titmuss’s Gift Relationship

Among the most influential contributions to the scholarship on the social
milieu of blood procurement was the work of Richard M. Titmuss, a profes-
sor of social administration at the London School of Economics. Titmuss
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wrote widely about class inequality and was instrumental in shaping the
British welfare state. In 1971 he published The Gift Relationship, which
became a bestseller in the United States. The book ostensibly offers an
empirical basis for the contemporary concern that offering incentives for
transplantable organs might create the risk of crowding out altruistic dona-
tion. Reviewing the available data from surveys of blood procurement prac-
tices in the United States in the 1960-70s, where various forms of incentives
(including monetary compensation) were offered to some blood donors,
Titmuss concluded that less than 10 percent of all procured blood at that
time was from truly voluntary donors—or, in Titmusss taxonomy, “volun-
tary community donors” who expected no personal gain.> Contrasting this
with blood procurement practices in the United Kingdom, where he found
“99 percent” of donors to be of the voluntary community kind, Titmusss
work became the progenitor of the thesis that incentives serve to “crowd out”
authentic altruistic donation.*

Titmuss’s opposition to incentives was not predicated on the contention
that they would actually reduce the total amount of blood available. The
shortfall was concomitant with a rapid expansion in the availability and effi-
cacy of multiple surgeries (cardiovascular and solid-organ transplant sur-
gery) that drove the demand for blood and posed significant challenges to
procurement organizations to keep up. Titmuss did argue, however, that
commercialization introduced inefficiencies into procurement practices,
such as the hoarding of blood by individual hospitals, wastage of blood
products, and geographic variation in a stable and available blood supply at
any one time.®

Titmusss conclusion that monetary and some nonmonetary incentives
had a corrosive effect on altruistic donation inspired the U.S. Department of
Health, Education, and Welfare to initiate a policy of promoting volun-
teerism in blood donation in the mid—1970s.” A closer examination of the
methodological and moral assumptions at work in The Gift Relationship,
however, raises serious questions about his thesis. As a number of econo-
mists have noted, Titmuss relied too heavily upon anecdote and incomplete
data, rendering his portrayal of the U.S. system inaccurate in many respects.8
By his own admission, Titmuss felt obliged to fill in a number of blanks:
“There are so many inadequacies, gaps, and errors in the statistical data that
at various points we have been forced to employ what one can only call
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‘informed guesswork,” he wrote.? Part of this “guesswork” entailed making
highly speculative numerical estimates of different sources of blood procured
in the United States, in conjunction with further speculation regarding the
motives of entire classes of blood donors.

An example of this methodological style was Titmusss synthesis of the
distinct categories of “responsibility fee donor” and “family credit donor.”
Responsibility fee donors were defined as people who received blood or
blood products while hospitalized and were subsequently required by the
hospital to “pay back” the blood, either by becoming donors themselves,
finding others to donate in their stead, or paying the (high) cash value of the
blood. Family credit donors each donated a unit of blood in exchange for
insurance that would cover all their blood needs and those of their depend-
ents for one year, an arrangement that could be renewed annually. Titmuss
classified both “fee” and “credit” donors as nonaltruistic and reported that
52 percent of all blood procured in the United States from 1965 to 1967
came from individuals in one of these two categories.10

Titmuss permitted himself considerable latitude in assigning blood
donors to these two categories. For example, he reported that 35 percent
of the 6 million units of blood procured by the Red Cross in 1967 (which
represented approximately half the blood collected that year) came from
AFL-CIO factory workers through the unions community outreach pro-
gram. Without further elaboration or obvious justification, he qualified this
example of apparently altruistic behavior: “If the facts were known,” he
asserted, some significant fraction of this population would be responsibil-
ity fee donors or family credit donors, rather than the “voluntary commu-
nity donors” he lauded elsewhere.1! Thus, Titmuss’s case that compensated
blood procurement rampantly crowds out authentically altruistic blood
donation rested on defining altruism as parsimoniously as possible, leaving
the percentage of authentically altruistic blood donors meager, indeed.
Despite stacking the deck in this fashion, Titmusss own data undermined
his thesis about the relationship between monetary incentives and procure-
ment practices. Far from being the overwhelming source of blood procure-
ment in the United States, purchased blood represented only 29 percent of
blood procured, even during the heyday of compensating donors. 12 In con-
trast, since the United Kingdom had virtually no opportunities for blood
procurement other than donation without strings attached, it is perhaps
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unsurprising that “greater than 99 percent”!3 of British blood donors qual-
ified as authentically altruistic.

If Titmuss was stingy in classifying blood donors in the United States as
authentically altruistic, he was considerably more generous in analyzing the
conduct of his own countrymen. In an effort to provide a more objective
assessment of the (rather tendentiously assigned) motives of American and
British blood donors, Titmuss used a survey he borrowed from the American
Red Cross to canvass the attitudes of the latter. His expressed hope was that
data from this survey would be useful in comparing the (self-identified)
motives of the two groups.'* The Gift Relationship offered no comparison
between the British blood donors he surveyed, however, and any compara-
ble group of American blood donors. This omission is less surprising when
one examines the two operative survey questions:

Q. 4: Please tick on the list below the main reason why you give blood?

(a) General desire to help people
(b) To repay in some way a transfusion given to someone I know
(c) In response to an appeal for blood

(d) Some of my friends/colleagues give blood and encouraged me
to join them

(e) Another reason (please state)

Q. 5: Could you say why you first decided to become a blood donor?!>

It turns out that, in his analysis of the British responses to the American
Red Cross survey, Titmuss gathered answers (a) through (d) under the rubric
of “voluntary community donors.” The only way those surveyed could fail
to be so categorized was to bypass the opportunity to choose from the
offered menu of virtuous motives in favor of self-generating some less noble
sentiment. Whether the answer to question 4 in some sense overdetermined
the open-ended answer to question 5 was not considered, though the
elicited answers to question 5 did uncover more nuance and complexity
in respondents’ behavior. Among the 26.4 percent of people whose
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open-ended answers were grouped under “altruism general and particular,”
the majority repeated or slightly rephrased choice (a) from question 4:
“a general desire to help people.” Titmuss tabulated other frequent answers
under the categories of a “general appeal for donors” (18 percent) and “rec-
iprocity” (9 percent), the second of which indicated a sense of obligation to
repay blood given to the respondent or others; and more than 10 percent
cited either reasons associated with the “war effort” or donation habits
ingrained while in the armed services.10

Recognizing that this diversity of responses could not be gathered under
a pristine definition of self-effacing altruism, Titmuss instead summed up the
results as an extension of a communitarian concern among British donors:

What was seen by these donors as a good for strangers in
the here-and-now could be (they said or implied) a good for
themselves—indeterminately one day. . . . In not asking for or
expecting any payment of money these donors signified the belief
in the willingness of other men to act altruistically in the future.1”

One is left to ponder the irony: If Titmuss had been less obviously self-
serving in his classification of American donors, and more self-effacing in
his classification of British donors, his comparative analysis of the motives
of donors in these two countries might have been considerably more subtle
and interesting than it actually is.

As we have observed, British donors had no choice in how they gave
blood, since the opportunity to engage in any kind of material exchange,
available to some blood donors in the United States, was simply not an
option. Under conditions of plenty, this arrangement was not generally
problematic for the British. But under conditions of scarcity, the limits of
altruism as an organizational principle of blood procurement became plain.
When the need became acute for plasma products that were more difficult
to procure, such as concentrated Factor VIIL, 18 the flaws of the U.S. system
of paid procurement seemed suddenly not so terrible, after all. As Douglas
Starr relates, “Barely able to furnish enough whole blood, the [British]
system proved incapable of marshalling an adequate plasma supply. . . .
The nations government-funded fractionation centers at Oxford and
Elstree did not expand their capacities in time,” with the consequence that
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the United Kingdom had to import more than half of its Factor VIII from
the United States.!?

Altruistic blood donation in the United Kingdom, then, was decidedly
“crowded in,” in the sense that any other means of procuring blood was ille-
gal. But this system was only sustainable by aggressively, if quietly, patroniz-
ing the for-profit procurement system in the United States so as to remedy
shortfalls in the supply of blood products such as concentrated Factor VIIL.
And, indeed, donor-only countries continue to be subsidized by the pur-
chase of blood products from the United States—a $6.6 billion worldwide
market in 2005.20 Presumably, Titmuss would not have found it appealing
to have to defend a system of altruism that was organizationally dependent
on a thin veneer of hypocrisy.

From a psychological standpoint, Titmuss believed that the altruistic
impulses of prospective donors were oppressed by the very existence of a
commercial market. The simple knowledge that some might be paid, he
speculated, suppressed the giving spirit in others by suggesting to them that
they “need no longer experience a sense of duty, of obligation, of responsi-
bility for strangers.”2! Famously, Titmuss framed his argument in the ver-
nacular of “freedom,” arguing that incentives for blood procurement
infringed on the freedom to give blood to anonymous strangers. Donors, he
argued, “should not be coerced or constrained by the market.”22 Prominent
economists such as Kenneth Arrow have expressed bewilderment as to why
Titmuss said “this willingness [to give] should be affected by the fact that
other individuals receive money for these services.”23 Moreover, it is unclear
how Titmuss could be so certain of a dynamic process at play—that is, the
suppression of altruistic intent—when his observations were merely static
comparisons of two systems. Titmuss lacked any meaningful comparison
between conditions before and after commercialization to undergird his
robust cause-and-effect claims regarding the introduction of incentives and
subsequent altruistic behavior.2*

At its best, Titmusss empirical work reveals that the internal motives of
British blood providers in the 1960s were nuanced and complex, even when
the opportunity to give blood was crowded in by laws requiring donation
alone. Had Titmuss been less hostile in characterizing the motives of
U.S. blood donors, he might have more thoroughly developed a key insight
of The Gift Relationship, a point elucidated more clearly by contemporary
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scholars: Even in a system where monetary incentives for blood procure-
ment are prohibited, and donation is the only means available to provide
and procure blood, donors have a plurality of motives, not all of which are
coherently understood as “altruism.” This is problematic for those who
would claim Titmuss as a forefather in identifying the process of “crowding
out.” If multiple motives for donation are in play, then, first, there is no
necessary, unwavering relationship between the organizational means of
blood procurement and the specific motives for donation (that is, not all
donors in a donor-only system are altruistic, and not all those taking incen-
tives for blood are avaricious);2> and, second, it is more difficult to make the
case that altruistic motives are uniquely crowded out merely by the introduc-
tion of an opportunity to receive an incentive.

Finally, we should note that Titmuss also drew a connection between
commercialization and the safety of purchased blood. In The Gift Relation-
ship, he documented unacceptably high rates of post-transfusion hepatitis in
the United States from contaminated blood. He inferred that paying for
blood eroded a sense of community, and that a commercial system attracted
blood providers who were less concerned about their fellow men and
the quality of the blood they gave than they were about the payment they
would receive.

It is true that many of the individuals who sought to be paid for their
blood at the time of Titmusss study were disproportionately impoverished,
engaged in high-risk behaviors, and at high risk for being infected with
hepatitis. But this turned out not to be a compelling reason to condemn a
commercial procurement system, as scholars were able to show that poor-
quality blood did not flow from the cash payment per se, but rather from the
donor population to whom the payment was offered, in conjunction with
inadequate screening techniques.26 Some voluntary blood-collecting groups
reported that their donors’ rates of hepatitis B were as high as those of pay-
ing groups, while some blood collected by commercial groups proved to be
as disease-free as the cleanest donations obtained by the voluntary groups.
Socioeconomic characteristics of donors, such as income level and location
of residence, were more strongly correlated with testing positive for hepati-
tis antigens than whether or not the donor was paid.2” Other collectors
found they could avoid tainted blood by setting up procurement sites in
middle-class neighborhoods where most prospective donors were employed
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and owned their own homes.28 Indeed, markers of social capital, such as
higher educational level and being a stable, repeat donor, appeared to be the
best predictors of uninfected blood.2® One blood bank director was report-
ed to have screened out undesirable donors by rejecting those who were
unwilling or unable to give a home phone number.30

But the most important facet of the challenge presented by viral hepati-
tis infection in the blood supply was the lack of a reliable, reproducible test
to demonstrate the presence of the virus in donated blood. Once such tests
(for hepatitis and HIV) became widely available, the rates of transfusion-
related disease transmission plummeted. Indeed, some hybrid donation-
commercial blood banks actually reported discarding more infected blood
products from their altruistic donor population than from people who had
been paid for their blood.3!

Furthermore, the emergence of HIV in the blood supply in the early
1980s made it painfully clear that altruistically donated blood was not guar-
anteed to be safer even if presumably high-risk groups were avoided. Indeed,
most of the infected blood came from a most socially conscious group with
a strong, reliable record of voluntary blood donation: sexually active gay
men.32 Another striking refutation of the assured safety of free blood was the
scandal over Frances HIV-contaminated blood supply in the early 1990s.
Remarkably, French authorities knew the supply was tainted, yet allowed the
blood to be used. It is perhaps an understatement to call this an affront to
Titmuss’s insistence that volunteer blood was safe blood.33 Reliable, repro-
ducible testing to identify and avoid transmissible disease proved to be far
more important than identifying (correctly or not) the motives of the people
who donated or sold their blood. As one commentator summarized the sit-
uation, “Safety is a matter of practice, not ideology.”3*

Today the quality of blood provided to medical centers is very high.3> In
1973, sensitive tests for hepatitis B were introduced, and, subsequently, tests
to detect hepatitis C and HIV became available. Furthermore, the United
States maintains a thriving domestic and export business in blood plasma,
almost all of which is obtained from paid individuals.3¢ It is abundantly clear
that the safety of blood used in the clinical setting is not determined by
whether or not it is paid for. Nevertheless, the National Kidney Foundation
still subscribes to Titmusss findings. In testimony before a congressional
subcommittee in 2003, the foundation warned, “Payments for organs could
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undermine the integrity of the organ donor pool as was the experience of
paid blood donations.”37

Other Examples of Crowding Out

Critics of a market in organs have cited other examples of crowding out to
demonstrate how the introduction of a sanction (such as a fine) might para-
doxically promote an undesirable behavior at the direct expense of a desired
behavior, or how the introduction of a positive incentive to promote a
desired behavior may seem to change its meaning or significance, rendering
it less desirable than it was before the introduction of the incentive. We
explore a few of these examples below.

Israeli Day Care Case. Historians Sheila and David Rothman amplified
the concern that the introduction of incentives might result in fewer
organs procured. Their arguments drew on a study of ten Israeli day care
centers, undertaken in 2000 by Uri Gneezy and Aldo Rustichini, both
pioneering scholars in the field of motivational crowding theory.8 These
private centers in Haifa operated on the understanding, not articulated in
their tuition contracts, that parents were expected to pick up their chil-
dren by a certain time, and that at least one teacher would have to stay
late if they failed to do so. After a period of observation to establish con-
trol rates of late pickups, modest fines (U.S.$2.50 in 2000) for delays
longer than ten minutes were introduced in six of the ten centers. Within
a week, the number of late pickups in the fine group increased signifi-
cantly compared to the controls. After the fines were rescinded, the rates
of late pickups remained comparable to pre-fine levels. This finding led
the authors to conclude that “a fine is a price”—in other words, a charge
for exhibiting an undesirable behavior can be perceived as a payment for
offered services rather than as a penalty for doing something wrong. In
this instance, the fine was a fixed price, and one apparently well worth
paying in the judgment of many tardy parents. The intriguing empirical
point is that the introduction of a financial incentive in this instance (or,
in the case of the day care centers, a financial disincentive) actually encour-
aged rather than dissuaded undesirable behavior.
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From the results of this study, the Rothmans inferred that the “extrinsic
motivations” of monetary gain from participating in a market in organs may
“weaken moral obligations” and result in a “crowding out” of the intrinsic
motivation of altruism, thus possibly reducing the number of organs:

As Uri Gneezy, a professor of behavioral science at the University
of Chicago School of Business, observes: “Extrinsic motivation
might change the perception of the activity and destroy the
intrinsic motivation to perform it when no apparent reward apart
from the activity itself is expected.” Although the case for the
“hidden costs of rewards” is certainly not indisputable, it does
suggest that a market in organs might reduce altruistic donation
and overall supply.39

Note that Gneezy did not extrapolate from a scenario involving a penalty
(the day care example) to conclusions regarding rewards; the Rothmans
made that leap. Indeed, a closer examination of Gneezy’s work undermines
the Rothmans’ conclusion. In the aptly titled, “Pay Enough or Don't Pay at
All,” Gneezy argued that small payments may result in poorer performance
than no payment at all. His conclusion was that the relationship between the
amount of payment and improvement in performance is not always linear,
and that at low levels of payment, performance may be inferior. As applied
to organ markets, this is not an argument against payment in general, but
against payments too small to improve performance, as suggested by the title
of his paper.*0 Elsewhere, Gneezy and colleagues expanded on the thesis:
“Our results demonstrate that individuals contribute more when large repay-
ments are feasible than when nearly no repayment is feasible.”*! Gneezy’s
data support an argument not against organ markets but against price fixing,
whether the price is fixed at a small remuneration certain to fail as an incen-
tive or at zero, which captures the current situation. If supply is reduced by
a small, fixed reimbursement but increases in response to a larger reim-
bursement, Gneezys data offer an answer comfortably within the lexicon of
neoclassical economics: “Pay enough, or don't pay at all.”#2

Volunteer Work. Surveys and social psychology experiments have found
that subjects are less willing to participate, or participate as strenuously, in a
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task they had already agreed to perform for free if it is accompanied by an
offer of money.*3 In social science surveys, volunteers often express a sense
that an otherwise acceptable or even admirable undertaking assumes a
“taint” when a reward is offered, or that they feel bribed. One proposed
explanation of this phenomenon is that payment deprives the actor of the
chance to signal to others that he is a charitable or civic-minded person.
Apparently, the greater the desire to be liked and well regarded by others, the
less effective rewards will be.**

Kieran Healy has persuasively argued that the social expectations accom-
panying certain exchanges can shift when institutions and organizations work
deliberately to shape the meaning of the exchange.*> Perhaps an actor’s need
to behave altruistically can be fulfilled if the reward is specifically reserved for
those most in need, for example.#6 Indeed, those put off by the fact that com-
pensation is available to others would be wise to accept the reward themselves
and donate it to a charity, thereby leveraging their altruistic impulses into
helping even more people. As for the lost altruistic donors—those deterred
entirely by the offer of the reward, and undeterred by the harm thereby
visited on innocent third parties (that is, recipients)—there is some evidence
that they can be replaced through recruitment of new donors who will accept
compensation. This will only work, however, if, as we have discussed above,
the original offer is made attractive enough to overcome any attrition from the
altruist dissuaded by even the offer of an incentive.*”

Relevance of Crowding-Out Examples to Compensation
of Kidney Donors

Few real-world data exist to indicate whether the ability to purchase organs
crowds out kidney donation from either living or deceased donors. The data
from individual countries need to be interpreted and understood in the con-
text of a multitude of cultural particulars, some of which may not be known.
Kidney and liver procurement trends in Hong Kong, for example, clearly
illustrate the difficulty of drawing general conclusions. One critic of com-
pensation has attributed a decline in Hong Kong’s rates of living kidney
donation to the 1997 transfer of the former British territory’s sovereignty to
China, which made it easier to travel to the mainland to illicitly purchase
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organs from living vendors there.#® Others have disputed this conjecture,
citing the lack of change in the number of Hong Kong recipients who pur-
chased kidneys elsewhere before and after 1997, the unchanged rates of
organ procurement from the deceased, and an (unexplained) increase in
the number of post-1997 Hong Kong living-liver donations, a procedure
which is considerably more risky to donors than kidney donation.*® In
further support of the tenuous relationship between altruistic donation rates
and the introduction of monetary incentives for organs, after the legalization
of the sale of kidneys in Iran in 1988, the annual rate of (uncompensated)
living donation remained stable at 11-13 percent.0

Presumably, the ability to obtain a kidney from a stranger eases the bur-
den on ambivalent would-be family donors as well as on the patients them-
selves, especially older individuals who are reluctant to ask their children to
sacrifice an organ for their sake. But if those organs are not immediately
available, as would undoubtedly be the case in the early stages of a com-
pensation system in this country, the sense of obligation to help loved ones
would likely remain. Significantly, none of the psychological experiments by
motivation-crowding theorists focus on an activity like organ donation, in
which the beneficial effects are immediate and the stakes are life and death.
What's more, these experiments focus on the question of whether people
who are prepared to perform an act voluntarily will be less willing to do so
if they receive payment. They do not address the question at hand: whether
those willing to donate their own or their loved ones’ organs would become
less willing if others had the option of getting paid.>!

As the researchers in this area stress, it is difficult to extrapolate from
highly controlled psychological experiments to the messier business of
real-world decision-making. The Israeli day care study and a hypothetical
market in organs are obviously discrepant in that living kidney donation is
a one-time event, whereas picking up one’s children at school on time is a
comparatively repetitive exercise with comparatively minor consequences
(as can also be said of another instance explored here—giving blood). The
behaviors in question in the day care study were embedded in larger social
relationships straddling the line between business and education—features
not present in the organ market.

In another study—this one involving labor markets—Gneezy and List
highlighted observational differences between “hot” and “cold” decision-
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making, which distinguish immediate and considered reactions to a
situation, as well as “adaptation” responses to changing situations.??
Hot and cold decision-making may have implications for how organ
donation and participation in an organ market are viewed more generally
by potential participants, but here again there are presumably relevant
differences between the psychological processes being studied by behav-
ioral economists in the laboratory and those taking place in the real world.
The methodological hazards of generalizing are only enhanced by an
incomplete—even erroneous—understanding of the social and cultural
assumptions at work, a point no less frequently overlooked in cross-cultural
discussions of organ procurement as elsewhere.>3

Impact on Procurement of Deceased-Donor Organs

Even if the total number of organs procured were to increase in response
to compensation, would market exchanges result in fewer being procured
from deceased donors?>* The infrastructure required for deceased dona-
tion is considerably more complicated and more expensive than that for
living donation. A successful system of organ procurement from deceased
donors requires hospital resources in the form of large and well-staffed
intensive care units,’> readily available operating room space, medical
personnel who are competent in identifying and medically managing
potential donors, procurement personnel who are skilled in successfully
soliciting grieving family members, and laboratory facilities capable of
performing sophisticated serologic and immunologic testing in a rapid,
efficient, accurate, and reproducible manner. Once the organs are pro-
cured, another system is required to identify appropriate candidates for
them and ensure a fair, reproducible, and transparent process of allocation.
Since the availability of deceased donors is unpredictable, this parallel
system must also be manned and ready at all times. The costs of main-
taining the infrastructure of a robust deceased-donor program are signifi-
cantly greater than those of procuring organs from the living in a
controlled fashion during daylight hours.

By comparison, a potentially plentiful source of organs from living ven-
dors substantially reduces the need for the effort (and the expense) of mak-
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ing these resources available rapidly and continuously. Organ procurement
from living donors can be done during the daylight hours with plenty of per-
sonnel around; donors can be screened and rescreened for transmissible dis-
eases, which increases confidence in the safety of the donated organs; and
the transplanted organs frequently function more quickly and with fewer
postoperative complications than those from deceased donors.

These circumstances would seem to make a strong prima facie case for
market organs crowding out deceased kidney donation, though this result
would be tempered by a continuing need for organs not readily available—
or available at all—from living donors, such as hearts, livers, and lungs. The
concern over crowding out overlooks this difference between living and
deceased organ procurement. When families decide to allow their loved
ones’ organs to be retrieved, they know that all viable organs will be taken,
not just kidneys. There would be no logic in withholding the organs of the
deceased simply because the supply of kidneys was enhanced through com-
pensating living donors.

The Iranian experience supports this contention. Irans donor compen-
sation system, which was instituted in 1988 and is the only legal one in the
world, is fraught with problems that prevent it from being a model we would
want to emulate elsewhere.>6 These difficulties do not, however, bear upon
the question of whether deceased and living donation can operate simulta-
neously;>” and though some critics have alleged otherwise,>® deceased organ
donation has not been “crowded out” in the Iranian system by the existence
of a ready supply of organs both donated and sold by the living. Prior to the
year 2000, there was no legislative recognition of brain death in Iran. After
brain death became legally recognized as such, rates of deceased donation in
the country increased steadily, from 1.8 percent of all organs procured in
2000 to 15 percent in 2006.59

Furthermore, altruistic living organ donation in Iran has coexisted with
the purchasing system since the inception of the program, representing
11-13 percent of all procured organs since 1988.90 While it is plausible that
rates of living related donation would have been higher and the path to
deceased donation might have been achieved earlier in the absence of organ
purchasing, the fact remains that altruistic behavior persists in the case of
living related donation and flourishes in the case of deceased donation.
Altruistic behavior turns out to be more resilient than its defenders suppose.
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Conclusion

Motivation crowding theory offers an intriguing series of challenges to a pro-
posal for a regulated market in organs from living donors. Unsurprisingly,
different critics of organ markets have different behaviors or motives in mind
when expressing the worry that a market “crowds out” altruistic donation.
Some decry the loss of the “altruism” component while accepting the neo-
classical assumption that demand will generate supply. Others argue that
market incentives will so adversely affect the meaning of organ donation as
to violate the neoclassical assumption. The evidence, as we've seen, is rather
more textured and complicated than that, but it clearly does not support the
assertions of critics such as Richard Titmuss or Sheila and David Rothman
that the introduction of market exchanges simply reduces either a desired
motive (altruism) or a desired behavior (donation/procurement). As Kieran
Healy has observed, a crucial challenge for proponents of organ markets is
to design a system that is sensitive to “the organizational effort and cultural
work that go into making these exchanges socially acceptable.”! A more
robust elucidation of this challenge has been the purpose of this chapter.
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Rethinking Federal Organ Transplantation
Policy: Incentives Best Implemented
by State Governments

Michele Goodwin

So what should we do, legislatively speaking, when altruism is simply not
enough to satisfy the growing demand for organs in the United States?
Organ policy has been largely unaltered over the past two decades, a
period in which the population of people needing transplants has changed
dramatically in size and nature. What might be done to bring federal law
in line with current circumstances?

Over twenty years have passed since the enactment in 1984 of the
National Organ Transplant Act (NOTA), which prohibited the use of any
“valuable consideration”—payment in any form—as an inducement for
organ donation. NOTA also designated the United Network for Organ
Sharing (UNOS), a private organization, to be its contracting agency to
oversee organ procurement and allocation in the United States. The NOTA
prohibition on compensating donors has created profound problems,
severely constraining the avenues by which desperate patients can pursue
organs. Their only choices are to risk death waiting on a seemingly endless
UNOS list, or gamble with the possibility of incarceration and fines by seek-
ing transplant options outside of NOTAs narrow framework.!

The federal gridlock in organ procurement policy created by the prohi-
bition on compensation is a matter of grave national concern, and a num-
ber of questions that have not been closely examined by policymakers
demand thoughtful response. On other occasions, states have been highly
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effective laboratories for experimentation with innovative approaches to
long-standing public policy problems. It is only natural to wonder at this
juncture whether the federal government should allow the testing of novel
state plans to procure more organs for transplantation. A simple amend-
ment to section 301 of NOTA could permit applications for state-level
waivers to the proscription on exchanging “valuable consideration” for
organs. States granted such waivers would be free to develop pilot or
demonstration organ procurement programs, which would provide invalu-
able information about the effectiveness of different approaches to this com-
plex issue.

Origins of American Organ Transplantation Policy

Organ transplantation policy has not always been a matter of federal law; in
fact, before NOTA, the federal government essentially left this issue to the
states. The first policy effort to address organ scarcity in the United States
was initiated at the state level with the enactment of the Uniform
Anatomical Gift Act (UAGA) in 1968. The UAGA was a model law which,
by the early 1970s, was adopted in nearly identical form by all fifty states
and the District of Columbia. Its creation was spurred by the National
Conference of Commissioners on Uniform State Laws (NCCUSL), which
convened a group of highly esteemed individuals, recruited and appointed
by various state governors, to draft an organ transplant policy. Chairing the
commission was E. Blythe Stason, a professor of law and former dean and
provost of the University of Michigan.?

Most transplant scholars and commentators suggest that the UAGA
focused primarily on who possessed the authority to donate, and under
what circumstances organ donation could be made. These observations are
accurate but incomplete. To credit the UAGA and its drafters with only
determining who could donate organs ignores the framers’ intent. Led by
Stason, the commissioners made strides toward considering incentives as a
means of organ procurement by leaving the question open to individual
state legislatures and, ultimately, the democratic process.

Although commentators differ on whether the omission from the
UAGA of direct language on this point was intentional or an oversight,
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there are indications that leaving the question of incentives for states to
decide was reasoned and deliberate. As a dean, provost, and commis-
sioner, Stason was known for being meticulous, methodical, and purpose-
ful in the examination of ideas and the implementation of policies.> If the
framers intended to ban the sale of organs, with Stason at the helm of
the commission, they would have done so. But, Stason observed at the
time, the commissioners felt that “the matter [of payments| should be left
to the decency of intelligent human beings.”*

After presenting the model law to their home states for ratification and
enactment, legislators sought to work within the spirit of the original draft.
Thus, in a radical shift, states that had previously enacted laws to ban pay-
ments for organs and body parts—among them Massachusetts, Delaware,
Hawaii, Maryland, and New York—repealed those regulations.” In so doing,
they, too, were expressly leaving open the question of incentives, payments,
and other forms of valuable consideration, at least for the posthumous
disposition of organs and human tissues.

Stason himself said that the UAGA drafters contemplated incentives
and supported allowing states the flexibility to decide those matters. In
interviews and writings after the enactment of the UAGA, the commission
chair remarked that the question of payments was intentionally left open
for states to decide.© Demonstrating a nuanced view of what organ trans-
plantation in the United States would become, Stason acknowledged that
the possibility of donors demanding payments might arise, but he did not
hold that all payments would be unethical, immoral, or illegal.”

Federalism and Organ Transplantation

For the next sixteen years, the 1968 UAGA as adopted by the states was
the only law governing organ transplantation in America. In devising a
national policy on organ transplants in the 1980s, the federal government
did not initially set out to change the UAGAS tacitly open position on
incentives. In fact, early drafts of NOTA were silent on payment for
organs; they focused, rather, on the creation of a nationwide procurement
and distribution system. The restriction on payment or in-kind exchange
for an organ was prompted as an afterthought and due, almost entirely, to
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the activities of one man: a physician named H. Barry Jacobs, of Reston,
Virginia.

In the fall of 1983, Jacobs, whose medical license had been revoked
five years earlier on a conviction for Medicare fraud, was making plans to
establish an organ brokerage called the International Kidney Exchange.
According to a 1985 account in the Virginia Law Review, “Jacobs intended
to solicit healthy individuals to sell one of their kidneys at their chosen
price. A person needing a transplant would pay for the cost of the kidney
plus $2000 to $5000 for Jacobs’ service” to, as the New York Times put
it, “escape the tyranny of dialysis.”® Prior to his emergence on the scene,
there had been no evidence of commerce in transplantable organs in the
United States.”

In November 1983, Jacobs presented his plan to a House of
Representatives subcommittee chaired by Representative Al Gore Jr., at a
hearing entitled Procurement and Allocation of Human Organs for
Transplantation. His testimony was not well received—]Jacobs’s pugnacious
manner could not have helped his cause—and he became the lightning rod
for a general outcry against the idea of paying for organs.10 Section 301, a
provision prohibiting payment, was soon inserted into the draft bill.1! It
stated, “It shall be unlawful for any person to knowingly acquire, receive, or
otherwise transfer any human organ for valuable consideration for use in
human transplantation if the transfer affects interstate commerce.” Violators
could be fined up to $50,000, imprisoned for as long as five years, or both.12

NOTA proponents may have believed that the law left open many pos-
sibilities for states. But such an assessment would have been misleading. To
the essential question—what powers do local governments retain to craft
organ transplantation policies that respond to local dynamics and needs?>—
NOTA did not provide an answer, except in the negative. It made clear that
certain authority was removed from states and citizens, prohibiting the legal
implementation of any incentives or “valuable consideration” (an ambigu-
ous term, which broadly included anything thought to generate financial
and even emotional value) in local organ transplant policies. After 1984,
state programs to offer individuals any sort of incentive for donating their
organs risked running afoul of federal law. 13

The federal move to ban all forms of “consideration” was a radical step,
not in what it specifically entailed—banning payments—as individual
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states could have enacted such measures (as Virginia had1*); but because it
significantly removed autonomy at the state level by extensively encroach-
ing upon state authority. In fact, states had collectively addressed organ
transplantation before the federal governments involvement by ratifying
the UAGA. Shortly after NOTA, the UAGA was redrafted to comply with
the new federal law. By that time, however, Stason had died. The vision of
the 1968 UAGA was gone,!> and states no longer had the opportunity to
consider incentives.

Transplantation after NOTA

Federal intervention in organ transplantation through NOTA has had
several consequences. As the critical shortage of organs in the United
States has worsened, attempts to enact responsive legislation to address the
need for them have largely failed or been indefinitely stalled. UNOS now
holds a monopoly on legitimate organ procurement, controlling not only
how organs come into the transplant system, but also the criteria for
who receives them. While the benefits of UNOS, such as its capacity to
collect data, are clear, its drawbacks include a lack of efficiency and effec-
tiveness in meeting procurement goals and a pernicious national system of
organ rationing.

Perhaps the most problematic result of NOTA, however, has been the
disturbance of a fine balance between Congress and the states in develop-
ing transplant policy to respond to circumstances that inevitably are expe-
rienced more intensely at the local level. Local governments and patients
are bound to an antiquated and chaotic organ procurement system and left
with very few options for experimentation with different approaches to
solving this problem.

Pennsylvania is the only state that has challenged NOTAs ban on valu-
able consideration in any way. In 1994, the Pennsylvania legislature passed
the Burial Benefit Act, which provided modest reimbursement of hospital
or burial expenses of deceased donors—expenses that would have been
incurred whether or not the organs of the deceased were retrieved. The bur-
ial act was intended as a “thank you” to the families of deceased donors,
state authorities said, but, clearly, it could also have served as an incentive
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for family members to give permission for retrieval of a loved one’s organs
because the benefit here inured to them.1?

The act also established the Organ Donation Awareness Trust Fund, all
contributions to which are voluntary.18 It authorized use of 10 percent of
that fund to defray medical or funeral expenses of the deceased, with an
upper limit of $3,000 for any one family, although at the time of creation
the fund was only large enough to offer $300 to each family of four hun-
dred anticipated donors.!® From 1994 to 1999, the Pennsylvania legislature
invested significant financial and community resources in studying whether
this new law would conflict with federal law.20

The plan stalled, however, in the final stage—all that it lacked was a sig-
nature from the state secretary of health—over concern that the funeral ben-
efit was a violation of NOTAs prohibition on “valuable consideration” for
organs.2! A state representative sought clarification from the U.S. Department
of Health and Human Services (HHS) in December 2000 regarding whether
reimbursement of donor funeral expenses violated federal law, but was
told that HHS could not provide a determination and he should consult
the Department of Justice for a definitive interpretation of Section 301, a
criminal statute.?? There is no evidence that this was pursued. In the end,
Pennsylvania state legal department decided not to test the limits of NOTA
by offering incentives for deceased donation and instead directed the funds
intended for incentives away from funeral expenses for the deceased and
toward reimbursement for food, travel, lodging, and lost wages incurred by
living donors—costs already authorized under NOTA.23

A Pragmatic Return to the States

The federal government already has considerable experience with waiver
programs. Indeed, some of most generously funded federal programs
incorporate state waiver provisions, including the No Child Left Behind
Act and the Social Security Act.?* In the latter case, section 1115
grants authority to the secretary of the U.S. Department of Health
and Human Services to waive specific requirements, allowing greater flex-
ibil-ity for states to meet the needs of recipients in the Aid to Families
with Dependent Children (AFDC) program and to balance those needs
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with state interests. The waivers also enable states to implement pilot pro-
grams and experiment with existing projects that promote the purposes
of the AFDC program.

During the peak years of welfare reform, between 1993 and 1996, the
HHS approved welfare waivers in forty-three states. According to the
department, the projects resulting from the waivers ranged from “modest
demonstration projects, limited to a few counties,” to others that promoted
“dramatic statewide changes in the AFDC program.”25 These waivers con-
stituted the first wave of welfare reform in the United States, as “many of
the concepts included in state waiver requests were later incorporated
into the Personal Responsibility and Work Opportunity Reconciliation Act
(PRWORA) of 1996."26

Wisconsin was a trailblazer in the use of waivers for welfare reform.
Between 1987 and 1997, then governor Tommy Thompson cut the
welfare caseload by 60 percent, far exceeding the effects of the robust
economy and low unemployment that marked the decade.2” Other states
were inspired by Wisconsin’s success and used waivers to transform their
welfare rolls.

Beyond providing freedom from federal strictures, waivers also gener-
ate policy knowledge, as different states approach reform with different
strategies. In June 2006, for example, HHS granted waivers to five states to
tailor their child welfare programs.28 One, Michigan, is concentrating on
greater investments in early intervention services. The waiver to Virginia
allows federal foster care funds to pay monthly subsidies to families who
assume legal guardianship of children, removing them from state custody.2°
lowa is creating a managed-care demonstration project that focuses on pro-
viding services and support to special-needs youths between the ages of
eleven and sixteen so they can stay in their own homes.30

In the case of welfare, states were granted waivers to experiment with
reform because the problems with the federal welfare laws were widely
recognized, and the states were demanding the freedom to act. The ques-
tion is whether any such demand exists today for state experimentation
with organ policy. If states were granted waivers from NOTA, would they
use them? It is hard to say, but there is at least some evidence of interest.

In Wisconsin in 2003, for example, state representative Steve
Wieckert, with the support of the transplant community, introduced a bill
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allowing donors to claim a $10,000 state tax deduction to cover lost
wages and expenses for travel, lodging, and medical care incurred by
organ donors.3! The result was the first tax incentive law for organ dona-
tion in the country.32 The proposal of similar laws by two dozen states in
the less than five years since then, with more than a dozen adopting them,
suggests that the desire to experiment is widespread.33

Model Waiver Language for NOTA

Because the federal government has limited how states might sensibly
meet organ demand at the local level, the best—and seemingly only—
way, as long as NOTA is in effect, would be to allow them to waive out
of the act by way of demonstration projects. Much can be gained by
the use of waivers, nationally as well as at the state level, by decreasing
the national waiting lists for organs and reducing federal costs. The goal
would be to move patients from very costly subsidized dialysis treat-
ments to organ transplants, which not only would save millions of
dollars each year but would also promote better health outcomes for
sick patients.

If the federal government wanted to empower states to experiment with
different approaches to solving the organ crisis, how could it be done?
Granting them waivers from the National Organ Transplant Act would be
surprisingly simple. Section 301 of NOTA could be amended with language
enabling them, as follows:

(a) In order to receive federal approval for waivers of the provisions
of the National Organ Transplant Act, states must demonstrate a
negative impact of the current legislation. A negative impact can
be demonstrated by chronic organ shortages in the state, extended
waiting-list times, disparate impacts on selected categories of per-
sons, such as the elderly or children, or other conditions that limit
the states’ ability to meet the needs of potential organ recipients.

(b) Waivers can be implemented for three-year periods and are
renewable based on need and subject to approval by the secretary
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of health and human services. At the termination of the waiver
provision, states are required to submit a detailed report outlining
the successes of and obstacles to their programs. States must also pro-
vide a financial analysis to help assess which programs more effec-
tively met the needs of citizens and reduced the costs associated with
transplantation.

(c) States will be responsible for collecting, aggregating, and ana-
lyzing organ transplant data for waiver projects. Data collection
should be based on models currently in use by UNOS, which
specify donors by categories of living and deceased, but it should
also be expanded to include specific classes of donors that result
from pilot projects, including paired donors, directed donors, reim-
bursed donors, and others.

(d) States are not required to participate in waiver programs.
Those that choose to participate in pilot projects shall be required
to submit waiver applications to the secretary of health and
human services. To receive approval for waivers, states must be
willing to conduct rigorous evaluations of the impact of their
demonstration programs. States may, for example, be required to
assign patients on the waiting list randomly to control groups or
experimental groups that are subject to the waiver. Equally,
states may be required to track donors among the different donation
categories.

(e) States may be required to track and compare success rates
among different categories of donors and recipients. Success is
defined as receiving an organ transplant. States may postpone until
the waiver expires implementation of future federal organ procure-
ment legislation to the extent that such rules are inconsistent with
ongoing waiver provisions and protocols. States may choose to
maintain or extend waivers to continue monitoring or evaluating
their programs without a showing of further negative impact. States
may apply for waivers and later choose not to implement the
waiver programs without penalty.
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(D States are required to show that waivers are cost-neutral, but
only over the life of the waiver, rather than each year. “Cost-
neutral” shall be interpreted to mean that costs do not exceed state
and federal contributions prior to the waiver implementation.
Waivers may be reapproved for three-year increments over the life
of the waiver program. Termination of the program shall be subject
to congressional determination. Waivers are subject to the approval
of the secretary of health and human services.

Four principles would guide experimental programs made possible by
the model waiver: saving lives; promoting better information collection and
sharing; enhancing organ donation efficiency by providing as many options
as possible to link patients with healthy organs; and improving cost-
benefit ratios. The model encourages the development of strategies to
reduce overall state and federal expenditures in the renal failure area by
moving sick patients from dialysis to transplant, thereby enhancing survival
rates while bringing down overall costs and maximizing the effectiveness of
fund allocation. The language provides flexibility to states in the creation of
programs while promoting consistency in data collection by basing it on
models currently in use by UNOS.

The model waiver also attempts to address the very concerns that led
to the enactment of NOTA—namely, that rogue opportunists might attempt
to exploit the poor, circumvent legislative protocols, and otherwise under-
mine the dignity and legitimacy of the transplant system. States that wish
to participate in the waiver program must demonstrate a negative impact of
the current federal legislation. Although the threshold for doing so is high,
most, if not all, states already meet the standard with chronic organ
shortages, extended waiting-list times, or disparate impacts on selected cat-
egories of groups, any one of which conditions would sufficiently demon-
strate that the intended goals of NOTA are not being reached. The model
waiver promotes accountability as well, with its three-year implementation
periods, renewable only based on indicated need and application to the
secretary of health and human services. Requirements to supply data eval-
uating the success of the program and a financial analysis at the time of
expiration hold a state further accountable.
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The language of the model waiver could be applied to any of a vari-
ety of state organ procurement programs. While programs need not be
incentive- or market-based, waivers are intended to free states to follow
those objectives if they so choose. Pennsylvania’s Burial Benefit Act, for
instance, would have fit the waiver model. Interested states would proba-
bly elect to implement their waivers on a pilot basis, with funds for a com-
pensation program coming from state revenues or supportive private
sources, such as charities or foundations. Federal contributions might be
feasible as well. Specifically, savings to Medicare from patients exiting dial-
ysis could be passed on to the states through an arrangement called gain-
sharing, in which hospitals and physicians can receive a portion of the sav-
ings they generate for Medicare through creative deployment of federally
funded health-care resources.3*

Such pilot programs would also generate information about donor
compensation that the current national organ procurement system com-
pletely lacks. Those who suggest that incentives will never reduce waiting
lists, or that they will exploit the poor, or that they will cause “crowding
out”—meaning altruistic organ donation will go down if alternative models
are introduced3>—cannot prove their claims because they lack evidence.
Equally, economists who have long suggested that introducing incentives
into transplant regimes will likely save lives and dramatically reduce
waiting lists have little evidence to support their contentions. The
model waiver attempts to remedy this deficiency by promoting—indeed,
mandating—data collection, which is crucial to the overall health of any
procurement system.

Finally, the model waiver responds to the demands and concerns that
emerge from the geography, demography, and values of each state.
Conceivably, the trigger for organ-sharing lies outside of markets but is not
quite met through traditional modes of altruism. Perhaps religion matters
in these discussions, or values such as trust and confidence in the local pro-
curement network. The best and only way to find out is to allow states to
become laboratories of democracy for organ transplantation. Granting
waivers to federal law that allow states to experiment is the best possible
example of collaborative federalism.
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Sally Satel

Let us return to The Big Donor Show, which aired on Dutch television in
June 2007 and was described in the introduction to this book. Three days
after watching what turned out to be a hoax—in the end there was no
terminally ill young woman planning to bequeath a kidney to one of three
desperate patients—over fifty thousand people downloaded an organ donor
registration form from the Internet.!

This was surely a welcome development; yet, as the Dutch themselves
recognized, more was needed. Several weeks after The Big Donor Show, the
Dutch health minister solicited guidance from a national advisory body, the
Center for Ethics and Health, on the ethical permissibility of incentives to
donate organs.2 In November 2007, the centers report, Financial Incentives
for Organ Donation: An Investigation of the Ethical Issues, was released. Its
authors concluded that “offering rewards for organ donation can be morally
justified,” and they proposed lifelong payment of health insurance premiums
as motivation for prospective donors.> The director of the Dutch Transplant
Foundation, Bernadette Haase, was intrigued by the recommendation. “If it
is properly run and well organized, it could be a solution,” Haase said.*
In late 2008, the Dutch health minister directed health insurers to reduce
annual fees by 10 percent for registered organ donors.”

Other countries have been exploring initiatives, as well. In Saudi Arabia,
for example, the cabinet passed a law to compensate unrelated living donors
with lifelong medical care.® The Indian government announced plans in
early 2008 to amend its organ transplant law to offer benefits to the families
of deceased donors, including health and life insurance.” The Ministry of
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Health of Singapore expressed openness in the summer of 2008 to the idea
of compensation: “By forcing ourselves to think about unconventional
approaches, we may be able to find an acceptable way to allow a meaning-
ful compensation for some living-unrelated kidney donors, without breach-
ing ethical principles and hurting the sensitivities of others.”®

As of this writing, Iran remains the only country with a legal system of
donor compensation that offers a model with real benefits to the recipient
but also significant flaws. It remains to be seen whether the Dutch minister
will follow the recommendations he solicited, whether the Saudi law will be
enacted, whether India will follow through on its announcement, or whether
the “sympathetic approach” of Singapores Ministry of Health will translate
into a legal market. One thing is certain: Wherever we find openness to
reform and actual attempts to innovate, we find thinkers and leaders who
are able to envision a promising middle ground between the status quo—a
procurement system based on the idealism of selfless altruism side by side
with the dark, corrupt netherworld of organ trafficking.®

This book has illuminated that middle ground. It has shown how an eth-
ically sound, medically safe, and economically rational program of donor
compensation could be constructed to increase the supply of kidneys. It has
done so by posing serious analytic challenges to, if not outright refutation of,
the three key objections to donor compensation.

In answer to the objection that donor compensation is inherently wrong,
the authors have shown, to the contrary, that appeals to human dignity form
a more potent justification for promoting material incentives to donation
than they do for rejecting it. If sincere qualms persist, we hope the book will
help our critics tolerate their reservations and cease their campaign to block
trials from even taking place. Enlarging the policy arena will allow donors of
all different minds to discharge their moral commitments.

In answer to the objection that organ compensation, while not funda-
mentally unethical, cannot be implemented without exploiting the vulnera-
ble, we have shown just the opposite: how a careful, donor-centered system
can be devised, and how it need not be a “zero-sum game in which any
advantage to one participant necessarily leads to disadvantage,” as one
vocal detractor has insisted.!0 At the same time, we have exposed the false
choice put forth by critics, such as the physician who asks, “What sort of
organ transplant program do we want—one that pressures the financially
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vulnerable with cash incentives, or one that encourages the show of kind-
ness through a loving, voluntary gift of organ donation?”! A better question
is this: “What sort of organ transplant program do we want—one that
remains unresponsive to a growing public health disaster, or one that pur-
sues ethically responsible ways to save lives and suppress the international
organ trade?” The answer is that we must want a system that responds
wisely to the disaster.

In answer to the objection that fewer people will donate freely if
compensation is made available to donors, leading to an overall reduction
in kidneys for transplantation, we have shown the serious weakness in
the evidence that is purported to support this prediction. Meanwhile, vir-
tually every known rule of social psychology and economic behavior con-
tradicts it.

This book has accomplished its major goals of presenting the rationale
for reform and presenting a blueprint for policy change. Meanwhile, it has
deflated critics” alarmist predictions, illuminated their faulty reasoning, and
revealed their intransigent refusal to join with reformers and help forge solu-
tions that would address their most pressing concerns.

The Politics of Transplant Policy Reform

In these final pages, I will describe the political considerations that surround
efforts to revise transplant policy.

What Should Congress Do? As Michele Goodwin has highlighted in her
chapter, the states can serve as fertile laboratories for reform. A state-based
model of reform is probably superior to a single policy emanating from the
federal government. The latter is too risky. If a universal policy were not exe-
cuted thoughtfully and failed as a result, this could be held up by critics as
“proof” that no program of compensated donation could work. Multiple
concurrent experiments across the country afford the greatest promise for
flexibility and success. The waiver model proposed by Goodwin would
enable states to experiment with incentives, yet not violate the prohibition
against “valuable consideration” in the National Organ Transplant Act. It is a
sound idea, yet it leaves a problematic law intact.
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Perhaps an even more efficient and basic move by Congress would be to
amend NOTA and change the very definition of the term “valuable consider-
ation.” As currently written in law, the term excludes “reasonable expenses”
incurred by the living donor, such as travel costs and lost wages. An amend-
ment should extend exclusion from the definition to any material benefits
provided by federal, state, or local government to an organ donor. Such a
revision would create no imposition or burden. It would simply open the
door to states to experiment. Presumably, states such as Wisconsin and
Pennsylvania, which have track records of creativity in this arena, would take
the lead.

Implementation. Under this proposed revision of NOTA, a state could offer
an incentive to an individual to donate a kidney to another resident of the
state. In a streamlined system, prospective donors could make contact with
a designated transplant center in the state, which would be the entry point
for applying to be a compensated donor. A template for intake, follow-up
medical care, insurance, and long-term monitoring could be based on the
one suggested by David Cronin and Julio Elias. If the donor met all eligibil-
ity requirements, including the provision of informed consent, the center
would find the best-matched transplant candidate within the state using the
UNOS computerized system (UNet).12

The compensated donor would be offered the alternative of participating
in a donor chain, in which the donor’s kidney would go to a patient who had
a willing but incompatible donor. That willing but incompatible donor could
then give his kidney to someone compatible with him; and that recipient’s
donor could offer his organ to someone else; and so on and on, thus gaining
the most possible benefit from the effort of each donor in the chain. Within
big states such as California, New York, or Texas, the database of transplant
candidates probably contains hundreds of such incompatible donors.

States might decide to offer a tax credit, state university tuition voucher,
retirement contribution, health insurance, or other inducement. In an effort
to expand the pool of cadaver organs, they might decide to reward the
estates of the deceased or offer a generous funeral benefit to their loved ones.
Some states might choose to pursue incentives for deceased donation only,
viewing this as an intermediary step leading to the compensation of living
donors. (They would save themselves any debate over exploiting the poor,
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but would almost surely procure fewer organs than states that rewarded
living donors.)

The value of incentives for living donors would probably range between
$25,000 and $40,000; less for the deceased. Funding to underwrite incen-
tives could come from gain-sharing with Medicare, as described by
Goodwin. Under such an arrangement, hospitals and physicians could
receive a portion of any savings they generated for Medicare—in this
instance, the savings that came from patients’ leaving the dialysis rolls. If the
patient were supported by Medicaid—a federal entitlement program admin-
istered by each state but funded jointly by the federal and state govern-
ments—then the saving to the state would be direct: It would no longer pay
its share of dialysis costs. Incentives could also be underwritten by charities,
foundations, or insurance companies.

Within such a framework, altruistic donation would continue in paral-
lel with a system that offered compensation. Any medical center or physician
that objected to the practice of compensating donors could simply opt
out of performing transplants with organs relinquished by compensated
donors. Recipients on the list would be free to turn down a paid-for organ
and wait for one given altruistically. Choice for all—donors, recipients, and
physicians—would be enhanced, while lives would be saved.

Interest Groups. Traditionally, Congress has looked to the National Kidney
Foundation (NKF) for guidance on matters pertaining to renal disease. The
foundation lists as its three major goals the prevention of kidney and urinary
tract diseases, the improvement of the well-being of those affected by such dis-
eases, and an increase in the availability of all organs for transplantation.!3

Despite its stated commitment to increasing the pool of organs, the NKF
has assumed a shrill and scolding voice in opposition to incentives of any
kind. In 1991, however, the foundation supported pilot trials of incentives
for deceased donation. As its leadership has changed over the years, the
foundation has closed itself off to new ideas, even with the dearth of kidneys
growing far more desperate. It has even sought to stifle discussion. When the
American Enterprise Institute held a conference on donor compensation
in June 2006, John Davis, the CEO of the foundation, wrote to the president
of the institute to say, “We don't see how an AEI forum would contribute
substantively to the debate.”14
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The National Kidney Foundation has been a barrier to reform. In 2003
it lobbied strenuously against the James Greenwood and Bill Frist initiatives,
both of which outlined incentive plans for deceased donation.1> According
to its policy director, the foundation’s National Family Donor Council insists
that compensating donors would “cheapen the gift.”16 Whether the council’s
resistance represents the attitudes of a mere handful of strong-willed mem-
bers or reflects a large consensus is hard to gauge. In any event, one is com-
pelled to wonder: Does the foundation truly believe that the generous souls
who have given their kidneys would deny innocent people a chance to live
because other would-be donors don't share their philosophy of giving?

Unfortunately, in 2003, there was no comparable organizational counter-
weight to the NKF on the matter of donor compensation. An obvious
candidate would be the American Association of Kidney Patients (AAKP). In
2004, the AAKP endorsed pilot trials of incentives for deceased donation, but
it is reticent about lobbying for the proposal.}” Similarly, the American Society
of Transplant Surgeons (ASTS), the American Society of Transplantation
(AST), and the American Medical Association (AMA) have been subdued
in their support. The ASTS gingerly endorsed the study of a funeral benefit
in 2003 but has since taken no official stand on the virtues of testing incen-
tives.18 The AMA surely deserves credit for its unflinching testimony endors-
ing the Greenwood bill at the 2003 hearing—as does UNOS for publicly
supporting the AMA and the Association of Organ Procurement
Organizations in a call for pilot trials—but all have been passive since.® In
June 2008, the American Medical Association put financial incentives for
deceased donation on its legislative agenda; whether it actively lobbies for
pilot trials remains to be seen.20

Finally, grassroots activity in favor of incentives is negligible. This iner-
tia may partly reflect the fact that patients with end-stage disease typically
feel too physically depleted to take action. Meanwhile, those with greater
wherewithal and resources actively seek out donors among their families
and friends (who are similarly well endowed with social capital), list them-
selves with UNOS in multiple regions throughout the country, or even
travel overseas. Most likely, the demographics of the afflicted population
(whose ranks are dominated by low-income and modestly educated peo-
ple) in large part account for the failure to organize and advocate for
change. Unlike the gay men and middle-class women who have fought,
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respectively, for treatment and research advances in HIV/AIDS and breast
cancer, patients with end-stage renal failure have not managed to attain
influence as a group.

Politics. Theoretically, the organ donor compensation debate should not
fall along traditional liberal or conservative lines. From a pro-life perspective,
for example, concerns about the challenge to human dignity and the specter
of bodily commodification are outweighed, in our opinion, by the duty to
protect and preserve life. And from a traditionally left-of-center viewpoint,
concerns about exploitation of vulnerable individuals, profiteering, and
privileging the wealthy could be neutralized by a carefully crafted and
tightly monitored compensation system.

Only four Congress members have ever submitted bills or draft bills
containing pilot initiatives. None made it out of its respective committee. All
were introduced by Republicans. The most recent bill, the 2003 initiative
from Representative Greenwood, garnered Democratic support, however;
and it is important to remember that Representative Al Gore Jr., a Democrat,
raised the possibility of incentives when he introduced NOTA in July
1983.21 Tt is an irony of the legislative process that Gore added the
prohibition of compensation to NOTA not because of a deeply held belief
that incentives were wrong, but because of the unhappy coincidence of his
committee’s hearings on the bill with the sensational negative publicity
attending the startup of an organ brokerage firm in Virginia. But for that
one twist of fate, the middle ground between outright prohibition and
unregulated markets would most likely have been sown with organ donor
compensation programs, and tens of thousands of lives might have been
saved in the last quarter-century by an adequate supply of organs generated
by appropriate financial incentives.22

Among libertarians, compensation systems will inevitably find support
because they favor, as a matter of principle, both the application of market
approaches and the rights of individuals to do as they wish with their
bodies. Libertarians are not a major political force in this country, however.

Proponents of compensated donation recognize—often with keen
regret—that altruistic policy is inadequate. Insofar as new laws create new
opportunities for individuals to benefit materially from giving a kidney, their
virtue lies not in donor enrichment per se or in advancing an ideological
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point of view, but in the pragmatic attempt to reduce suffering while taking
steps to limit unintended consequences.

Just as this book was going to press, a draft bill written by Senator Arlen
Specter (R-PA) began circulating in the Senate.?> The Organ Donor
Clarification and Anti-Trafficking Act of 2008 would remove obstacles to
rewarding donors while increasing existing penalties on private compensat-
ed exchanges, commercial transactions, and brokered sales. The title of the
bill reflects Senator Specters conviction that NOTA never intended to
criminalize in-kind incentives provided by state or federal governments to
donors or their families. Instead, it was intended to ban commercialization,
brokering, and direct monetary exchange.2* The Specter proposal enables
governments to reward those who have donated, thereby encouraging
others to do so as well. By opening the door for states to conduct their own
pilot projects, this initiative realizes a broader vision than previous incentive
bills. The AAKP and AST issued letters of support for the Specter bill and the
American Medical Association and American Society of Transplant Surgeons
officially endorsed it. This is an encouraging sign that professional and grass-
roots support for NOTA revision is growing.2

There is no denying the political and practical challenges that come with
introducing compensation into a quarter-century-old organ procurement
scheme built on the premise that generosity is the only legitimate motive for
giving. Altruism is, indeed, a most beautiful virtue, yet as death and suffer-
ing mount, the construction of an incentive-based program to increase the
supply of transplantable human organs—and to suppress unauthorized
markets for human organs overseas—has become a moral imperative. Its
architects must give serious consideration to principled reservations and to
concerns about donor safety, but repugnance and anxiety are not in them-
selves arguments against innovation. They are only reasons for vigilance.






Appendix A

Organ Transplantation in the
United States: A Brief Legislative History

Chad A. Thompson

On December 23, 1954, the first successful kidney transplant from a living
donor was performed by Dr. Joseph Murray at Brigham and Women’s
Hospital, Boston. This breakthrough quickly led to many more kidney
transplants, as well as attempts to transplant other organs. The first suc-
cessful deceased-donor lung transplant took place in 1963, and on
December 3, 1967, in Cape Town, South Africa, Christiaan Barnard per-
formed the first successful transplant of a human heart. A few months later,
the National Conference of Commissioners on Uniform State Laws
(NCCUSL) produced a framework for uniform laws regarding organ and
tissue donations across states, since to that point there was no federal law
addressing them.

This appendix offers brief summaries of this Uniform Anatomical Gift
Act (UAGA) and the principal legislative and policy measures that followed
in the subsequent four decades, along with a review of measures that have
failed. Of particular interest are two congressional hearings that set out the
positions of those who have supported and opposed legislative measures
concerning financial incentives for organ donations. These hearings will be
examined in some detail at the end.
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Major Laws, Passed and Pending

The following are the major laws that have been passed pertaining to organ
transplantation and, especially, the procurement and distribution of donor
organs, and several measures currently under consideration.

1968 Uniform Anatomical Gift Act. The original Uniform Anatomical
Gift Act was not really an act; rather, it was a piece of model legislation
drafted by the National Conference of Commissioners on Uniform State
Laws on which states could base their own statutes. The purpose was to
reduce the differences in states’ laws on organ and tissue donation, which
to this point had not been handled at the federal level, and to increase the
number of available organs by making it easier for people to become organ
donors. All fifty states and the District of Columbia adopted the UAGA
by 1971.1 According to the NCCUSL, the 1968 UAGA stipulated for the
first time

that an individual, upon death, could irrevocably donate his or
her organs for medical purposes by signing a simple document
before witnesses . . . a radical departure from centuries of
common-law precedent, which held that a body immediately
after death became the property of the next-of-kin.2

The UAGA suggested simple forms, such as organ donor cards, for
asserting one’s wish to be an organ donor, and defined the priority list of
those who might donate on behalf of the deceased. Although the first
UAGA applied only to organs donated after death and did not explicitly
address human organ sales, the use of the word “gift” in the statute’ title
was commonly interpreted as a barrier to incentives for living donation
(although this point has been a matter of some contention). Furthermore,
according to Robyn S. Shapiro,

[While] the original version of UAGA failed to mention com-
merce in organs explicitly . . . in adopting the 1968 version of
UAGA, some states incorporated modifications that do explicitly
prohibit organ sales.3
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1972 Social Security Amendments. In the years following the NCCUSI’s
drafting and the states’ unanimous adoption of the UAGA, continued
growth in the numbers of kidney patients, physicians, and treatment cen-
ters helped prompt support for federal funding for the treatment of patients
with end-stage renal disease (ESRD). In a report to the U.S. Senate
Committee on Finance, Senator Vance Hartke wrote,

In what must be the most tragic irony of the twentieth century,
people are dying because they cannot get access to proper med-
ical care. . . . More than 8,000 Americans will die this year from
kidney disease who could have been saved if they had been able
to afford an artificial kidney machine or transplantation.*

Such sentiments prompted the inclusion in the Social Security
Amendments of 1972 of a provision extending Medicare coverage for dial-
ysis and kidney transplants to most persons under age sixty-five suffering
from chronic kidney disease.> The legislation, in turn, significantly
increased the demand for kidney transplants, with yearly expenditures in
the Medicare ESRD program growing from $5.4 billion in 1991 to over
$18.3 billion in 2004.6

1984 National Organ Transplant Act. According to Kant Patel and Mark
Rushefsky, the approval of cyclosporine for commercial use in 1983 was
“one of the most important developments in the history of organ trans-
plants.”” The appearance of this “revolutionary antirejection drug” sparked
a huge increase in transplants and a survival success rate that soon drove
the demand for organs well beyond the supply and made imperative the
implementation of a system of equitable distribution. The lack of a national
mechanism that could manage and fairly allocate scarce organs would lead
to the passage in October 1984 of the National Organ Transplant Act
(NOTA), the first federal legislation designed to regulate organ transplants.

NOTA was the product of eleven congressional hearings and extensive
debate. The specific catalyst for legislative action was not the shortage of
kidneys, but rather the impact of cyclosporine on the demand for liver
transplants.8 People desperate for suitable organs and/or lacking the funds
to secure places on the waiting list mounted media campaigns and organized
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countless fundraisers. Politicians were bombarded with pleas for help.
President Ronald Reagan even made organ transplantation the focal point
of his weekly radio address on at least one occasion, offering to provide Air
Force jet and helicopter transportation if donors could be found for a few
select transplant candidates.” The furor surrounding liver transplants
prompted Donald Denny, then director of organ procurement for the
Transplant Foundation at the University of Pittsburgh, to point out at a
congressional hearing that

the shortage of kidneys for transplantation has received relatively
little attention, largely because renal transplantation is not a form
of transplant therapy which is often an alternative to death. . . .
The undeniable facts that a real kidney, a transplanted kidney,
provides a better quality of life for ESRD patients and that renal
transplantation is more cost-effective per patient life-year than the
artificial kidney have not been sufficient to cause the national
sense of urgency which underlies these hearings. Without intend-
ing to diminish the meaning and the importance of this sub-
commiittee’s purpose today, I must lament . . . the fact that recent
publicity concerning the need for liver transplants for a handful of
patients at two or three transplant centers (including my own) has
outweighed the silent suffering of many thousands of patients
waiting for a kidney transplant at 150 transplant hospitals over
the past decade in moving the conscience of this nation.10

Initial testimonies during the NOTA hearings focused on improving the
coordination of organ retrieval and the effectiveness of organ procurement
organizations. These early hearings held little opposition to incentives for
organ donation. Representative Al Gore Jr. of Tennessee, who championed
NOTA and hosted many of the hearings, felt that incentives would be neces-
sary if there proved to be a shortage of altruistic organ donations.!! According
to Jerold R. Mande, later a health policy advisor to the White House, who
worked for Gore at the time and helped organize the NOTA hearings,

Gore objected to a marketplace for organs for moral/ethical rea-
sons well before the [Jacobs] hearing. Nevertheless, he ordered
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an investigation that considered seriously any idea that could
alleviate the tragic shortage of organs. He waited until we com-
pleted our investigation before taking a public stand. We con-
sidered all systems that might increase organ/donor supply
including the use of various incentives. We spoke to many
respectable advocates of the use of markets. After concluding
markets were more likely to hurt than help organ/donor supply,
we organized a hearing scripted to make that point.12

Fears that organ brokering and private market exchanges would
decrease the supply of transplantable organs, harm the quality of the
organs, and exploit the poor eventually led to the inclusion in NOTA of sec-
tion 301, entitled “Prohibition of Organ Purchases.” The section imposes
criminal penalties of up to $50,000 and five years in prison on any person
who “knowingly acquire[s], receive[s], or otherwise transfer([s] any human
organ for valuable consideration for use in human transplantation if
the transfer affects interstate commerce.”13 Not included in the definition
of “valuable consideration,” according to the act, were “reasonable pay-
ments associated with the removal, transportation, implantation, process-
ing, 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 of the organ.”1#

Beyond this, however, what constituted “valuable consideration” was
unclear, and the question would become key to future legislative debates on
organ transplantation. According to the Congressional Research Service
(CRS), “The legislative history of the 1984 NOTA does not discuss the
meaning of the term. . . . It simply expresses Congress’s intent to criminal-
ize the buying and selling of organs for profit.”1> The CRS report goes on:

The House conference report for [S. 2048] reiterated that
Section 301 was directed toward monetary exchanges: “This
title intends to make the buying and selling of human organs
unlawful. . . . ” During congressional hearings in 2003 on incen-
tives to increase organ donations, strong objections were prof-
fered against the use of direct monetary incentives to procure
organs. 16
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Most of the people involved in the NOTA hearings were adamantly
opposed to incentives, and although three witnesses spoke out against the
ban on them,!” they were unable to sway lawmakers. NOTA received little
opposition in the House or Senate.18

Under NOTA, the U.S. Department of Health and Human Services
established the nonprofit Organ Procurement and Transplantation Network
(OPTN), whose mission was, among other directives, to “conduct and par-
ticipate in systematic efforts . . . to acquire all useable organs from potential
donors” and “to have a system to allocate donated organs equitably among
transplant patients according to established medical criteria.”19 In 1986, a
contract to operate the OPTN was awarded to the United Network for
Organ Sharing.

Finally, the 1984 NOTA established a twenty-five-member Task Force
on Organ Transplantation to study and advise on transplant policy issues,
including the procurement and distribution of donor organs.

1986 Omnibus Budget Reconciliation Act. The Omnibus Budget
Reconciliation Act of 1986 superseded state laws whose aim, according to
Kathleen Andersen and Daniel Fox, was “to increase the potential donor
pool by requiring hospital personnel to request consent of potential candi-
dates or their families for donation, or at least inform people of the
option.”2Y The act mandated that all hospitals participating in Medicare or
Medicaid develop procedures to establish

protocols for organ procurement and standards for organ pro-
curement agencies [including] written protocols for the identifi-
cation of potential organ donors that—

(i) assure that families of potential organ donors are made
aware of the option of organ or tissue donation and their
option to decline,

(ii) encourage discretion and sensitivity with respect to the
circumstances, views, and beliefs of such families, and
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(iii) require that such hospitals designated organ procure-
ment agency . . . is notified of potential organ donors.2!

Each hospital that performed organ transplants was also required to be a
member of, and abide by the rules and requirements of, the OPTN.22

This legislation was significant because it required hospitals to develop
programs designed to increase organ donation, or risk losing a vital source
of government funding.

1987 Uniform Anatomical Gift Act. In 1987 the NCCUSL updated the
Uniform Anatomical Gift Act?3 to address issues that had arisen in organ
transplantation since the drafting of the 1968 UAGA and to attempt to rem-
edy the failure of current policy to “produce a sufficient supply of organs to
meet the current or projected demand for them.”?* The revised UAGA
guaranteed priority of a decedents wishes over those of the decedent’s
family members; streamlined the process of completing the necessary doc-
uments to effect organ donation; mandated that hospitals and emergency
personnel develop procedures of routine inquiry and required request—
that is, protocols for asking patients upon admission to the hospital (or
their families, if the patients died), if they were to be organ donors; and per-
mitted medical examiners and coroners to provide transplantable organs
from subjects of autopsies and investigations under certain conditions.2>
Most notably, where the 1968 UAGA did not address the commercial sale
and purchase of human organs, the 1987 version followed NOTA in explic-
itly prohibiting them, although the UAGA specified that the ban pertained
to body parts whose removal was “intended to occur after the death of
the decedent.” The NCCUSL committee that prepared the act commented
that this section did “not cover the sale by living donors if removal [was]
intended to occur before death.”26

While the 1968 UAGA enjoyed unanimous approval by all fifty states
and the District of Columbia, the 1987 UAGA was opposed by many states
and adopted in only twenty-six.2” Debate did not involve the ban on organ
sales but focused rather on the priority of donors intent over family objec-
tions, required request language, and language that could allow medical
examiners to donate a deceased individual’s organs or other body parts.28
Although it was intended to create uniformity among the various state
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statutes that had been passed to fill gaps left by the 1968 act, several states
enacted transplant legislation on their own rather than ratify the 1987
UAGA legislation.2?

1991 Patient Self-Determination Act. The federal Patient Self-
Determination Act (PSDA)30 was adopted in 1991 to encourage the use of
advance directives, such as living wills and durable powers of attorney for
health care 3! and to reinforce the idea of patient autonomy. The legislation
was intended to ensure doctors’ awareness of, and compliance with,
patients’ instructions for care in terminal phases of their illnesses, including
the use of organs for transplantation.

1999 Organ Donor Leave Act. The Organ Donor Leave Act, signed by
President Bill Clinton and passed in September 1999, provided a federal
employee with seven days of paid leave in any calendar year to be a bone
marrow donor and thirty days of paid leave to be an organ donor.32

2004 Organ Donation and Recovery Improvement Act. The Organ
Donation and Recovery Improvement Act was, the Congressional Research
Service reports, “the first federal law directly applicable in part to living
donors.”33 Introduced by Senator Bill Frist of Tennessee as S. 573 and by
Representative Michael Bilirakas of Florida as H.R. 399,3* both bills
included sections calling for demonstration projects to increase organ
donation. The Frist bill required the U.S. Department of Health and Human
Services to provide a report evaluating the ethical implications of proposals
for demonstration projects to increase donation of organs from cadavers,
and stated that “notwithstanding section 301 of the National Organ
Transplant Act (42 USC 274e), upon the submission of and consistent
with the report by the Secretary . . . the Secretary may conduct up to
3 demonstration projects to increase cadaveric donation.”3>

This language might eventually have opened the door to demonstration
projects for financial incentives, but it was not included in the final version
of the bill, which became the Organ Donation and Recovery Improvement
Act and was enacted in April 2004.36 The language was allegedly removed
in response to efforts by Dr. Francis Delmonico of the National Kidney
Foundation.3” The bill did seek to reduce financial disincentives for living



APPENDIX A 139

donors by reimbursing travel and subsistence expenses for low-income
donors, and this portion was included in the law. It never received
Appropriations Committee funding. In 2007 the Health Resources and
Services Administration and the Division of Transplantation, both within
the Department of Health and Human Services, initiated a four-year grant
program to reimburse donors who qualify as having financial hardship.
Funding is provided by HHS. Reimbursement cannot exceed $6,000.38

2006 Uniform Anatomical Gift Act. In July 2006, the NCCUSL approved
yet another new version of the UAGA that comported with changes in fed-
eral law providing for an organ allocation system through hospitals and
procurement organizations. The new UAGA expanded the list of persons
who could make an anatomical gift on behalf of the deceased in the event
that no determination had been made prior to death, and it bolstered the
rule that a donor’s decision to make an anatomical gift was not subject to
change by others.>® The updated UAGA has been approved by the
American Bar Association and endorsed by the American Medical
Association, the American Academy of Ophthalmology, the American
Association of Tissue Banks, the American Society of Cataract and
Refractive Surgery, the Association of Organ Procurement Organizations,
the Cornea Society, the Eye Bank Association of America, the National
Kidney Foundation, and the United Network for Organ Sharing.40 As of
November 2008, it had been enacted by thirty-four states and the District
of Columbia.*!

2007 Charlie W. Norwood Living Organ Donation Act. Two new med-
ical options for living kidney donation have recently been introduced, and
legislation has already been passed to address issues raised by one of these
innovations. In a March 8, 2007, report for Congress, the Congressional
Research Service explains that in paired and list donation,

willing living donors who are [biologically] incompatible with
their intended recipients agree to donate their organs to an
unknown recipient. In exchange, their intended recipient either
receives an organ (paired donation), or a higher spot on the
waiting list (list donation).2
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The Charlie W. Norwood Living Organ Donation Act received unani-
mous approval in both the House and Senate, and was signed into law by
President Bush on December 21, 2007. This law amended the National
Organ Transplant Act to clarify that kidney paired donation did not involve
the transfer of a human organ for valuable consideration.*3 (A previous ver-
sion, S. 2306, that was introduced in the previous Congress, also included
list donation.) Representative Norwood’s office reported that a preliminary
analysis by the Congressional Budget Office estimated the bill would real-
ize savings of $30 million over five years, and $500 million over ten. An
official Congressional Budget Office estimate does not exist.**

2007 Living Donor Job Security Act. Proposed in three previous sessions of
Congress, the Living Donor Job Security Act is currently in committee. H.R.
2808 was introduced by Representative Rubén Hinojosa of Texas and has
twelve cosponsors. It would amend the Family and Medical Leave Act of
1993 (FMLA) to entitle employees to unpaid leave from their jobs to provide
living organ donations. Employers covered by FMLA include “public service
employers, all primary and secondary schools, and all employers who have
fifty or more employees for at least twenty of the calendar work weeks.”*>

2008 Stephanie Tubbs-Jones Gift of Life Medal Act. Establishes the
Stephanie Tubbs-Jones Gift of Life Medal for organ donors and the families
of organ donors. The act was signed by President Bush in October 2008,
weeks after the sudden death of Tubbs-Jones, who was an organ donor. She
was a congresswoman from Ohio.

Other Efforts by the States. Many states have made efforts to reduce dis-
incentives and/or to provide mild incentives to encourage organ donations.
At least eleven states allow $10,000 tax deductions for travel, lodging, and
lost wages that are not reimbursed.* At least twenty-nine provide varying
amounts of paid or unpaid leave from work for bone marrow and/or organ
donors.#7 At least eight states require that companies allow a leave of
absence for private-sector employees who donate.*8 During his years as
governor of Wisconsin, former secretary of health and human services
Tommy Thompson implemented programs to encourage donation, such as
holding an annual ceremony and awarding a Governors Medal to honor
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donors and their families.*? Kentucky, Maine, and New York each dedicate
a day or a week to recognizing donors.

Other states have contemplated innovative and sometimes controversial
programs to increase donations. South Carolina discussed shortening
prison sentences for inmates who decide to donate organs.’® Georgia
provided drivers license discounts to anyone who signed up to be an organ
donor until July 2005, when the program was discontinued.”! A 1994
Pennsylvania plan would have provided $300 toward funeral expenses
for anyone in the state whose organs were donated after death, but it was
never implemented.>2

Failed Federal Proposals

The following are brief descriptions of proposed legislation concerning
financial incentives for organ donation that did not become law. They are
notable in illustrating the various means with which policymakers have
experimented, unsuccessfully, in the past few decades to compensate organ
donors (or their families) for their “gift of life.”

Crane Bill. On June 3, 1981, Representative Philip Crane of Illinois intro-
duced a bill that would have offered tax incentives for transplantable organs
from deceased donors. H.R. 3774 proposed “a $25,000 deduction on the
[donors] last taxable year plus a $25,000 exclusion from estate taxes,” with
the same incentives going to the family of a child donor.3 It was referred
to the House Ways and Means Subcommittee on Health on February 16,
1982 and died in committee. The same bill, under the designation H.R.
540, was brought up again during the 98th Congress by Rep. Philip Crane
of Illinois on January 6, 1983. It was again referred to the Ways and Means
Subcommittee on Health on January 14, 1983, where it again died in
committee. A similar bill was introduced again on January 3, 1989 by Rep.
Joseph Kolter of Pennsylvania as H.R. 242 in the 10lst Congress
(“Transplant Assistance Act of 1989”). The last major action on this bill was
a referral to Energy and Commerces Subcommittee on Health and the
Environment (though House Ways and Means is recorded to have had its
hands on it for some time before this final referral) on February 6, 1989.54
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Greenwood Bills. In November 1999, Representative James Greenwood of
Pennsylvania introduced H.R. 3471 “to authorize the Secretary of Health
and Human Services to carry out demonstration projects to increase the
supply of organs donated for human transplantation.” The bill would have
allowed projects to establish financial incentives for organ donation, includ-
ing the payment of travel and subsistence expenses incurred by individuals
making live donations, and it would have required that one or more of
these projects provide payments for the purchase of life insurance policies
or annuities, payable to a donor’s designee.?> The bill had no cosponsors
and abruptly died in committee.

Representative Greenwood subsequently introduced similar bills,
H.R. 5224 in July 2002 and H.R. 2856 in July 2003. Both bills had five
cosponsors—a small improvement over H.R. 3471—but after their intro-
duction no action was taken by the committee.>%

Gift of Life Congressional Medal Act. On a number of occasions, Senator
Bill Frist and others have proposed national medals to be given to organ
donors and/or their families. The bills generally have had several cospon-
sors, but they have never made it out of committee.>”

Living Organ Donation Incentives Act. Proposed by Representative Karen
Thurman of Florida in 1999, the Living Organ Donation Incentives Act, like
the more recent Living Donor Job Security Act (see above) sought to amend
the Family and Medical Leave Act of 1993 to allow unpaid leave for individ-
uals to be organ donors, as well as amend the 1946 Public Health Service Act
to provide funding for travel and other expenses related to organ donation.
The bill, which would also have increased the federal payment rate for renal
dialysis services by 2.9 percent, had thirty-four cosponsors and received
attention in several committees, but no further action was taken.>8

Gift of Life Tax Credit Act. In 2000 and 2001, Representative James
Hansen of Utah introduced the Gift of Life Tax Credit Act, which
would have amended the Internal Revenue Code to allow a (refundable)
$10,000 credit to individuals who donated their organs at death.>®
When the bill was proposed in 2000 it had twenty-two cosponsors, but
only five in 2001. Both times it was immediately referred to the



APPENDIX A 143

House Committee on Ways and Means, and no further action was
taken.60

Help Organ Procurement Expand Act. In 2000 and 2001, Representative
Christopher Smith of New Jersey introduced the Help Organ Procurement
Expand Act, which would have provided a $2,500 tax credit to individuals
who donated their organs while living, or to the designated beneficiaries or
estates of individuals who donated their organs after death. The bill was
referred to the House Committee on Ways and Means, and no further
action was taken.6!

Living Organ Donor Tax Credit Act. In 2005 and again in 2007,
Representative Joe Wilson of South Carolina introduced the Living Organ
Donor Tax Credit Act, which would have allowed a nonrefundable tax
credit for any unreimbursed costs or lost wages, up to $5,000, associated
with a living organ donation. It would have provided for this by amending
the Public Health Service Act to exclude such a tax credit from being con-
sidered as valuable consideration for the donation. The bill was referred to
the Subcommittee on Health, of the House Committee on Energy and
Commerce. No further action was taken.62

Congressional Hearings

In terms of legislative history, the question of providing financial incentives
to living organ donors has so far not even emerged as an issue. To date,
practically the only formal discussion by lawmakers with reference to living
donors has concerned the elimination of disincentives—for instance, by
compensating donors for lost wages or travel expenses related to the
surgery—which has not been much of an argument at all. Any real debates
involving incentives have pertained strictly to deceased donors.3

While some of the ethical concerns are the same for deceased and liv-
ing donors (such as worries about the “commodification” of human
organs), differences between the two cases are considerable, and it is not
terribly helpful here to review the literature regarding views toward living-
donor incentives when they are not in legislative play. Still, we can gain
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insights and draw inferences about the legalization of financial incentives
for living organ donors from advocates’ positions for and against deceased-
donor incentives. Perhaps the most expedient way to do so is to examine
briefly testimony given in two congressional hearings that were held on the
subject of increasing the supply of donor organs, on April 15, 1999, and
June 3, 2003, respectively. While neither resulted in any legislation, the
hearings provided venues for representatives of groups that have been at
the forefront of the incentives debate to make clear where their organiza-
tions stood.

Putting Patients First: Increasing Organ Supply for Transplantation. In
1999, the House of Representatives’ Subcommittee on Health and Environ-
ment, of the Committee on Commerce, held a hearing entitled, Putting
Patients First: Increasing Organ Supply for Transplantation. Representative James
Greenwood of Pennsylvania proposed a federally funded, $10,000 life insur-
ance policy for everyone in the United States, with benefits payable upon
donation and transplantation of the deceaseds organs. One of Greenwood’s
constituents brought a check for $100,000 to help start the program.
Pennsylvanias plan to provide $300 toward funeral expenses for donors also
figured prominently in the discussion.®* Represented at the hearing were,
among others, the American Society of Transplantation, the American Society
of Transplant Surgeons, the LifeLink Foundation (which operates the organ
procurement program for the state of Florida), and the National Kidney
Foundation, along with a number of transplant programs from different parts
of the United States. The focus was on initiating programs—such as the life
insurance benefit—to increase the number of Americans willing to pledge
their organs for transplantation at the time of their deaths, and to encourage
and educate families to follow through on these choices.

Witnesses at the hearing were fairly unanimous in their approval of
these proposed deceased-donor incentive programs, particularly if they
might serve as pilot studies for broader initiatives. According to spokesman
John E Neylan, the American Society of Transplantation would be in favor
of “carrying out creative pilot studies to explore the possibility that quite
modest financial supports may enhance organ donation,” such as that
offered by the Pennsylvania program. “We need to be open,” Neylan said,
“even to the idea of financial incentives, but it needs to be done carefully.”6
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Joshua Miller, president of the American Society of Transplant Surgeons,
also commenting on the Pennsylvania program, suggested that “if you

would have asked this question 25 years ago . . . it would have been an
absolute no . . . but I think you have got to look at this again and again and
again. . . . I personally see no ethical issue.”06

John R. Campbell, executive director of the LifeLink Foundation, was
somewhat more cautious. “We believe this will provide the organ donation
and transplantation community an opportunity to view Pennsylvania as a
pilot state for the rest of the nation. . . . If rates of donation increase, we may
want to consider a similar initiative,” Campbell stated. “However,” he
added,

we are concerned about the possibility that any incentive system
will be viewed by potential donor families as inappropriate
when these families consider giving the priceless gift of life. We
believe other programs, such as LifeLink’s, have been shown to
be effective without stipends.6”

The most negative response to incentives proposals at the 1999 hearing
came from Robert S. D. Higgins, director of thoracic organ transplantation
at Henry Ford Hospital in Detroit, Michigan. “We question the advisabil-
ity,” he testified, “of tying financial incentives to a system which has been
based upon altruism and voluntary donations of organs.” He continued,

The “who”, “how”, and “why” of donating organs [from
deceased individuals] are unclear to many, and adding a new
dimension with monetary incentives may cloud or create even
more suspicion during the sensitive decision making period by
family members. The potential for coercive economic incentives
that may undercut the altruistic nature of donation and create
questionable motivation for donation, in particular for those
who are in financial need, is a significant concern. . . . Even
small amounts begin the danger of starting down a slippery slope
that can lead to the dangers of a payment system for organs.

Even so, Higgins acknowledged that
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clearly defined financial incentives such [as] “rewarded gifting”
in the form of modest sums of money paid to a family to defray
costs of funeral expenses may benefit individual transplant
recipients and the society at large. These kinds of initiatives, of
course, would have to be carefully delineated, so as not to be
construed as a payment system for organs.8

One of the most positive responses came from Joseph L. Brand, chair-
man of the Office of Scientific and Public Policy at the National Kidney
Foundation. “We have looked at this issue with our constituents,” Brand
stated, “and the bottom line is, we would support at least a pilot study on
financial incentives.” He went on:

Financial incentives, if we have any data that says they are work-
ing, we ought to try them elsewhere. So we certainly would sup-
port that. . . . The National Kidney Foundation has long called
for demonstration projects to determine the impact of programs
which would assist donor families in paying for funeral or bur-
ial expenses.®®

Assessing Initiatives to Increase Organ Donations. In 2003, another
congressional hearing was held to discuss strategies to increase the organ
supply. Assessing Initiatives to Increase Organ Donations was conducted before
the Houses Subcommittee of Oversight and Investigations, of the
Committee on Energy and Commerce. Once again, representatives of
a number of organizations at the forefront of organ transplantation set
forth their respective positions on financial incentives for deceased-donor
organ donations.

Perhaps aware that the eventuality of incentives for living donors was
not quite as remote as it had been in 1999, some speakers were a bit more
reserved in their expressions of support for any legislative efforts to change
the long-standing NOTA policy prohibiting “valuable consideration” for
organ donations than their colleagues had been at that earlier hearing.
Robert M. Sade, a professor of surgery at Medical University of South
Carolina and a member of the American Medical Association’s Council on
Ethical and Judicial Affairs, said the AMA encouraged “the medical com-
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munity to support the reexamination of motivation for cadaveric organ
donation,” but he was careful to specify that “the studies should be limited
to understanding motivation for cadaveric organ donation only, and not its
effect on living donors.”70

Joseph Roth, president-elect of the Association of Organ Procurement
Organizations, stated that the AOPO would support pilot projects for
incentives whose “shape” was “determined by the entire community and
not just by AOPO”;’l Robert Metzger, president-elect of the United
Network for Organ Sharing (UNOS), said his organization “in essence . . .
backed the AMA stance.””? Neither, however, mentioned incentives in his
prepared statement, having concentrated instead mainly on advocating
educational and public relations initiatives and organizational efforts with-
in the transplant community; they brought up their views on incentives
only when prompted by Greenwood.

Abraham Shaked, president of the American Society of Transplant
Surgeons, declared his organization’s continuing interest in studying “vari-
ous methods and programs to increase donation rates that may have a
financial component,” such as offering “a modest funeral expense benefit to
the family of a decedent donor, not as a payment for a donated organ, but
as a token of thanks,” and reiterated the ASTS’s support for “initiatives to
eliminate financial disincentives to donation.””3 Shaked was much more
plainspoken, however, than his predecessor Joshua Miller had been in 1999
in expressing the organization’s strong opposition “to the buying, selling, or
brokering of organs for transplantation in agreement with the National
Organ Transplant Act (NOTA) which makes it illegal to exchange organs for
‘valuable consideration.”’* Such activity would run the risk of turning a
“gift of life” into a commodity to be bought and sold—a signal to the inter-
national “black market” that the United States tolerates the commodifica-
tion of human organs.”

Furthest toward the negative side of the debate was the National
Kidney Foundation, whose position also stood in contrast to the enthusi-
asm its representative had expressed for demonstration projects four years
earlier. While Representative Greenwood, chairman of the subcommittee,
declared that “saving an additional life or thousands of lives certainly over-
comes any ethical argument” against creating a financial incentive, NFK
spokesman Francis L. Delmonico was most emphatic in his opposition
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to offering such incentives for organ donation—even from deceased
donors:

Any attempt to assign a monetary value to the human body or
its body parts, even in the hope of increasing organ supply,
diminishes human dignity and devaluates the very human life
we seek to save. Proponents of financial incentives for non-
living organ donation assert that demonstration projects should
be conducted to determine whether it will increase the organ
supply. However, the NKF believes that it is impossible to sepa-
rate the ethical debate of financial incentives for non-living
donation from the unethical practice of selling human organs.”®

Delmonico spoke of awful headlines that would result from congressional
endorsement of financial incentives, claimed that allowing incentives
would corrupt the doctor/patient relationship, and argued that the inte-
grity of the donor pool would be harmed.”” Responding to Delmonico,
Greenwood offered the most direct statement on incentives to living organ
donors uttered in either hearing:

You had indicated . . . something to the effect that it would be
impossible to distinguish between financial incentives that went
to a decedent’s estate versus buying an organ from a living per-
son and creating that incentive. And I want to challenge that
assertion, because I think people don’t have a lot of difficulty
making discrimination between someone who is alive and
someone who is dead. And, obviously, since no one that I am
aware of is advocating a policy that would actually pay someone
to donate a kidney while they are alive, I think that is ethically
abhorrent to all of us. You are putting that person’ life at risk.”8

In the light of this argument from one of the strongest proponents of
organ-donor incentives, any serious legislative consideration of financial
incentives for living donors, beyond compensation for donation-related
expenses, would appear to have remained a long way off.
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Evolution of an Idea

Sally Satel

The use of monetary incentives as motivation for people to give up kidneys
is not at all a new idea; it has been around for nearly four decades. The
following chronology lists important milestones in the publics growing
awareness of the organ shortage, and in developing attitudes toward donor
compensation as a means to address it.

1966. Thirteen years after the first successful kidney transplant has taken
place, the Ciba Foundation of London sponsors what might be the first
conference on the ethics of transplantation. “Since it is ethically acceptable
to sell blood,” asks one prescient participant, “is it also ethically acceptable
to sell major organs? This may not be a pressing issue now but it probably
will be so in five or ten years’ time.”!

1970. The supply of organs for transplantation is already insufficient,
according to eminent transplant surgeon Thomas E. Starzl of the University
of Pittsburgh.2 The first of a handful of scholarly articles that will be
published in the 1970s appears, suggesting a role for markets or in-kind
transactions for both live and cadaver kidneys. Notably, these articles are
produced by legal scholars and economists, not physicians. “Swift advances
in organ transplantation are forcing us to think about what was once
unthinkable: buying human organs,” writes a UCLA law professor.>

1977. An economist presents a particularly detailed discussion of what
kinds of incentives might be offered, and an apparatus for making them
available.

149
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1983. With the introduction in the early 1980s of cyclosporine, a break-
through immunosuppressant medication, transplants have become more
successful, and the demand for donor organs has begun to soar.?> In one of
the earliest appearances of the incentives issue in the news media, the author
of a Wall Street Journal opinion article entitled “Providing Incentives for
Organ Donations” writes, “Some people think that any intrusion of money into
medical matters is morally wrong, [but] in the new age created by the avail-
ability of cyclosporine, a more realistic and pragmatic attitude is required.”®

1984. The creation of the United Network for Organ Sharing (UNOS) reg-
istry by the National Organ Transplant Act (NOTA) reflects the progress
being made in the field of organ transplantation.

1985. The Washington Post describes a group called the Transplant Society,
which plans to enroll individuals (“members”) who are interested in having
$10,000 donated to charity in their names if they agree to have their organs
harvested at death, and if the organs are successfully retrieved. Upon enrolling,
these members and their families will become priority recipients for organs
donated through the Transplant Society. The international Transplantation
Society explicitly states that payments are ethically allowable.” Around this
same time, detailed proposals for futures markets in organs, wherein individ-
uals sign contracts to sell their organs at death, begin to appear.8

1988. In June, a symposium at Vanderbilt University gathers leaders in a wide
variety of fields to synthesize the current state of knowledge concerning organ
transplantation policy, including the possibility of payment for organs.?

1991. Transplant surgeon Thomas Peters becomes the first physician to call
for compensation for families of deceased organ donors in a major medical
journal. In an article published in the Journal of the American Medical
Association, Peters suggests that a death benefit of $1,000, financed by the
federal government, be offered to loved ones.10 By now, the subject of the
organ shortage is sufficiently familiar for a Time/CNN poll to ask people what
they would do if they “or a close relative had a fatal disease that could pos-
sibly be cured by the transplant.” Fifty-six percent of respondents say they
would “purchase the necessary organ or tissue.”!! A National Kidney
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Foundation Consensus Conference called “Controversies in Organ
Donation” holds a panel to contemplate incentives. The panel makes two
recommendations for demonstration projects: a program in which individu-
als would declare in advance their interest in having a payment made to their
estates at death, and a program in which families would be offered burial
expenses.!2 The U.S. surgeon general holds a workshop called “Increasing
Organ Donation,” and incentives are endorsed by some of the participants.13

1992. The Wall Street Journal reports on recent developments in the ongoing
discussion on donor compensation in an article headlined “Scarcity of
Organs for Transplant Sparks a Move to Legalize Financial Incentives.” The
article quotes a frustrated transplant surgeon from Chicago who asks,
“When are we going to stop talking and do something?”4

1993. At a congressional hearing on NOTA, the National Kidney
Foundation (NKF) proposes in its testimony that the law be changed to per-
mit payments of burial expenses for donors. Its spokesperson suggests that
a “standardized and small” amount, perhaps $2,000, be given through an
agency, such as the Health Care Financing Administration, to “a third party,
like a funeral director.”!> A white paper by UNOS deems incentives for
deceased donation “ethically justifiable only if found preferable to the other
feasible options to increase donations.”16

1995. The American Medical Association engages the matter through its
Council on Ethical and Judicial Affairs, which concludes that forms of finan-
cial incentives that stop short of outright cash payment “may be ethically
permissible” and suggests that a pilot study be conducted.!?

1997. The increased visibility of the issue prompts the writing of “The
Bellagio Task Force Report on Transplantation, Bodily Integrity, and the
International Traffic in Organs.” Sponsored by Columbia University, the task
force finds “no unarguable ethical principle that would justify a ban on the
sale of organs under all circumstances.”18

1999. The NKF approves a plan by the state of Pennsylvania to offer a
$300 burial benefit to families who donate their loved ones’ organs (with the
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cash going directly to a funeral home). “We are not talking about a situation
where the organ goes to the highest bidder, or that there should be market
for organs. We are talking about a limited, specified amount of money paid
to a third party,” the foundation’s director of scientific and public policy tells
the New York Times.19

2001. Pleas for reform have been growing more insistent, and the academic
literature on incentives has blossomed.20 Anthropologist Donald Joralemon
observes that “a vehement rejection on ethical grounds of anything but uncom-
pensated donation—once the professional norm—has slowly been replaced by
an open debate of plans that offer financial rewards to persons willing to have
their organs, or the organs of deceased kin, taken for transplantation.”!

2002. The Advisory Committee on Organ Transplantation of the
Department of Health and Human Services recommends a demonstration
project on incentives for deceased donations.?2 The American Medical
Association’s House of Delegates votes to endorse the opinion of its Council
on Ethical and Judicial Affairs that the impact of financial incentives on
organ donation should be studied.23 On the global front, the International
Congress on the Ethics of Organ Transplantation passes a resolution urging
innovation, stating, “Individual countries will need to study alternative,
locally relevant models, considered ethical in their societies, which would
increase the number of transplants, protect and respect the donor, and
reduce the likelihood of rampant, unregulated commerce.”24

2003. The American Medical Association testifies on behalf of legislation
that would permit pilot studies of incentives for deceased-donor organs.2>
UNOS supports the AMA, and the Association of Organ Procurement
Organizations also speaks out in favor of the legislation.26

2004. The reformer mentality within the transplant establishment is per-
sonified by Dr. Hans Sollinger, chairman of the Division of Transplantation
at the University of Wisconsin. A member of the Secretarys Advisory
Committee on Transplantation (ACOT), Sollinger says, “Two years ago I
would have been happy with the current position of not allowing any
discussion about buying and selling organs, but not now. Ads in the
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newspaper, the donor case in Denver, more and more people on dialysis, has
me wondering if we shouldn't revisit the question.”?” At the November
meeting of ACOT, its Valuable Consideration Subcommittee adopts a pro-
posal recommending that the secretary of health and human services be
given regulatory authority to define “valuable consideration.”28

2005-6. Three academic books on the virtues of organ markets are published.2”

2006. An address by Dr. Richard Fine, president of the American Society of
Transplantation (AST), to the first World Transplant Congress in Boston
offers striking evidence of how far the donor compensation debate has
evolved: “Is it wrong for an individual, who wishes to utilize part of his body
for the benefit of another [to] be provided with financial compensation that
could obliterate a life of destitution for the individual and his family?” he
asks his colleagues. “It is time that we cease to be pious about ‘equity’ in the
acquisition of solid organs for transplantation.”30

2007. Jeffrey Crippen of the AST and Arthur Matas of the American Society
of Transplant Surgeons (ASTS) support trials of financial incentives in their
presidential addresses at the second World Transplant Congress.?! An infor-
mal poll taken at the annual meeting of the ASTS suggests considerable sup-
port for Fine’s sentiments, revealing that 80 to 85 percent of members are in
favor of studying incentives for living donors.32

2008. The American Medical Association House of Delegates votes to lobby
for legislative changes that would allow pilot studies to find out if offering
financial incentives would increase the number of organs available for trans-
plantation from deceased donors. The resolution places financial incentives
on the AMASs legislative agenda for the first time.33

2008. Senator Arlen Specter (R-PA) is developing the Organ Donor Clarifica-
tion Act of 2008 (ODCA). The bill redefines valuable consideration to exclude
in-kind rewards offered to donors by federal, state, or local governments. Pri-
vate sales remain illegal and the penalties are increased. The American Associ-
ation of Kidney Patients, the American Society of Transplantation, and the
American Medical Association offer official support of the draft version of ODCA .34
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Public Attitudes

Sally Satel

Where do Americans stand on the issue of compensation for organs from
deceased and living individuals? Overall, polls and surveys have shown the
public to be amenable to the idea.!

Attitudes toward incentives for organ donation have been explored along
two dimensions: attitudes regarding remuneration of donors as a matter of
policy, and personal judgments about whether payment would influence
respondents’ motivation to donate their own organs or those of loved ones.
Only one poll—the Time/CNN poll—posed the urgent question of what
respondents would actually do if they themselves or a close relative had a
fatal disease and needed an organ to be cured. In it, 56 percent of respon-
dents said they would “purchase the necessary organ or tissue.”?

Incentives as Policy

Polls on incentives have yielded results generally favorable toward allowing
them. An exception was one of the earliest—a 1986 government survey—in
which a robust majority, 78 percent, rejected the idea that families should be
paid for granting permission to retrieve organs. Notably, the survey presented
a scenario in which grieving families were offered money at the time of their
loved ones’ death. This could have been interpreted as insensitive.3
Respondents to subsequent inquiries were considerably more receptive.
In a joint survey by the United Network for Organ Sharing (UNOS) and
the National Kidney Foundation (NKF), published in 1992, 48 percent felt

154
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that some form of financial or nonfinancial compensation should be offered
to increase the number of deceased-donor organs available, with 42 percent
opposed and 10 percent undecided. Among those ages eighteen to twenty-
four, 65 percent were in favor.* These findings prompted the NKF vice
chairman at the time, Alan Hull, MD, to observe that “some states should be
convinced to conduct pilot studies” on offering financial incentives.> Much
more recently, a 2007 poll conducted by Harris Interactive for the Wall Street
Journal found 49 percent of adults in Harriss online panel sample somewhat
or strongly in favor of incentives. Notably, these respondents were assuming
a traditional free-market model; a model in which non-cash incentives were
offered to the donors and the organs distributed by algorithm would have
helped resolve respondents’ concerns about privileging the wealthy at the
expense of the poor.

Surveys conducted of groups other than nationally representative samples
included a 1993 door-to-door survey of 150 Canadians (yielding 100 usable
responses). Respondents were given two case vignettes and asked whether
the needy individual in each vignette should “be allowed to buy a kidney.”
Sixty-nine percent answered yes to one vignette and 74 percent to the other.”
A 1999 poll found only 12 percent of 400 college students offended by the
idea of offering incentives for donation at death, suggesting that age may
play a meaningful role in attitudes toward donor compensation.8 A 2005
academic survey of roughly 1,000 Pennsylvania residents reported 59 percent
favorable to the general idea of incentives, with 53 percent saying direct
payments to families of potential deceased donors would be acceptable.”
Dialysis patients in a 1997 survey placed a greater emphasis on increasing the
supply of kidneys through incentives than maintaining an altruistic system
of organ donation.10

A 2006 national telephone survey of 845 individuals conducted by a
team from the Johns Hopkins School of Public Health examined attitudes
toward the acceptability of incentives by race and ethnicity. ! Among African-
American and Hispanic subjects who indicated willingness to become living
donors, 50 percent and 70 percent, respectively, endorsed tax breaks, pay-
ment from government, or payment by employers to living donors.!2 Finally,
a recent poll from the Netherlands reported 62 percent unopposed to a sys-
tem of procurement based on compensation, although only one-fourth of
those said they would personally participate in such a transaction.!3
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Incentives and Personal Decision-Making

Across surveys, most respondents report that incentives would not affect
their willingness to donate, but among those who say they would, the net
effect was generally to increase motivation, especially among young adults.
A nationwide sampling of over 6,000 Americans published in 1997 found
that cash or in-kind rewards (unspecified in terms of monetary value) would
inspire 12 percent to be more likely to donate their loved ones’ organs while
discouraging 5 percent.!4

In other nationally representative polls, in 1993 and again in 2005,
Gallup pollsters asked respondents whether they would be more or less
likely to donate their own or family members’ organs after death if compen-
sation were available. In both cases, 12 percent of respondents said they
would be more likely to donate if financial incentives were offered, while 5
percent answered less likely—a margin of seven percentage points in favor
of giving either their own or their deceased family members’ organs.1>

The 2005 version of the Gallup poll found similar results. Asked
whether “payments would make them more likely” to donate their own
organs, 17 percent answered in the affirmative, while 9 percent said they
would be “less likely” to donate—a margin of eight percentage points in
favor of giving. When asked about willingness to give a family member’s
organs, 19 percent answered “more likely,” while 9 percent said “less likely,”
a margin of ten percentage points in favor of donation.

Notably, in both surveys, motivation to donate was highest among the
youngest respondents. In 1993, 30 percent of eighteen- to twenty-four-year-
olds surveyed said they would be “more likely” to donate their own organs
for an incentive, while 7 percent said “less likely.” For donation of family
members’ organs, the responses were 27 percent and 9 percent, respective-
ly. In 2005, 34 percent of those eighteen to thirty-four years old said they
would be more “more likely” to donate their own organs for payment, while
only 6 percent said “less likely.” The offer of incentives prompted 33 percent
to say they would be “more likely” to give a family members organs and
7 percent to say “less likely.”16

Among polls of other populations, a 1999 survey of a random sample of
300 prospective jurors at the Philadelphia County Courthouse found that
incentives markedly increased the intent to offer both deceased-donor and
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living-donor organs among respondents who had not planned to do so,
more than they suppressed the intent to donate among those who had
already believed they would do so.17 The 2005 survey of Pennsylvania resi-
dents cited above found that attitudes of the majority were unchanged by the
prospect of incentives, but among those who said that incentives made a dif-
ference, the net effect was to increase willingness to donate.!8

For a 2006 report in Transplantation, researchers interviewed over 500
family members who had suffered the loss of a loved one within the previ-
ous few months and who, at that time, had been approached about donat-
ing the deceased’s organs. Of individuals who had given consent, 61 percent
said that they would not have done so had financial incentives been offered
at the time. Conversely, 59 percent of those who refused to give consent
when their loved died said that an offer of a financial incentive at the time
would have led them to consent.19 A study published in 2006 surveyed over
1,000 adults in Scotland and found that the proposal of a cash allowance of
two thousand pounds toward crematorium costs or for charity enhanced
willingness to donate at death by four or three times, respectively. The
prospect of receiving a payment as a living donor encouraged more respon-
dents than it discouraged, but by very little.20

In summary, the preponderance of survey evidence regarding the accept-
ability of incentives as motivators for donation, at both policy and personal
levels, is positive. Younger cohorts seem to be especially receptive. None of
the polls was designed to inquire about the acceptability of a donor com-
pensation system in which all patients, not just the financially well-off who
could afford to purchase organs, benefited. If those conditions had been pre-
sented to respondents, thereby allaying concerns about uneven distribution
of organs, it is plausible that higher endorsement rates would have been
obtained.?!
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Religious Considerations

Sally Satel

All of the major religions accept the practice of donating organs for trans-
plantation, justifying it variously as a matter of conscience, an act of great
love and charity, and a moral duty to save lives.! With the exception of
some Orthodox Jews who do not accept the validity of brain death criteria,
most religious leaders explicitly encourage voluntary donation from both
living and newly deceased donors.?

Religious views about compensating organ donors are more diverse.
Clerical leaders must grapple with ethical challenges posed by the potential
exploitation of the poor, risks to buyers and sellers, and the possibility for
mutilation of the donors body in the absence of his or her medical gain.3
This appendix describes the attitudes of Catholics, Muslims, and Jews
toward compensated organ donation. These three major religious groups
lie along a continuum of acceptance, with Jews being most open to the idea
of donor compensation and Catholics the least.

Judaism

Many Jewish scholars accept the idea of rewarding people for donating
organs for transplantation. Rabbi Shlomo Goren, the third Ashkenazi chief
rabbi of Israel, writes that “the donation of a kidney in consideration of
financial reward does not change its positive characteristic.”* He continues,
“We have no halachic basis [that is, no basis rooted in Jewish law] on which
to prohibit one from donating a kidney in consideration of financial gain.”

158
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Abraham Sofer, expressing the view of Rabbi Shlomo Zalman Auerbach,
writes, “One cannot say that a person who contributes his kidney in
consideration of financial gain is doing something contemptible rather
than praiseworthy. . . . [I]t remains most commendable even if his primary
purpose was . . . to pay off his debt or obtain medical services for himself
or his family members.”> Yisrael Meir Lau, Ashkenazi chief rabbi from 1993
to 2003, affirms that Jewish law permits the sale of one’s organs if their
removal doesnt harm the sellers health; he likens the sale to receiving
money to pay for one’s medical expenses and suffering after being injured
by another and concludes that “one who volunteers to be injured to save
another does not forfeit similar compensation.”® Rabbi Yosef Shalom
Elyashiv, a leading halachic authority, says that selling organs is allowable as
long as the sellers financial need is great enough to override the general
prohibition in Jewish law against harming oneself.” In 2002, the Israel
Medical Association Journal published a paper entitled “Legalizing the Sale of
Kidneys for Transplantation: Suggested Guidelines,” advocating a donor fee
to be paid by the Israeli Ministry of Health.8 Other scholars conclude that
Jewish ethics allow organ sales, provided their purpose is to save life.”

Islam

Within the Islamic faith, the ethical status of organ donor compensation is
complex. In the abstract, Muslim jurists generally condemn payment for
organs because they believe God owns the human body and, therefore,
humans do not have the right to sell organs they do not truly possess.!10
Most Shiite jurists and an increasing number of Sunni scholars believe,
however, that life-threatening circumstances change the rules, and that
organ trade is an acceptable means to save lives.!! For example, a survey of
thirty-two Muslim scholars found uniform agreement that organ trading is
not permissible, yet 68.7 percent of them made an exception if the only
alternative was death.!2

This flexibility flows, in part, from the Islamic principle that necessity
“makes what would otherwise be prohibited licit”!3—the position endorsed
by the Ad Hoc Administration of the Ministry of Wagqfs and Islamic
Affairs, which passed fatwa number 455/85 deeming purchase of an organ
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permissible if anothers life is contingent upon it.1* The fatwa (an Islamic
and legal decree) reads as follows:

As for the patient’s purchase of a kidney from another person,
the rule is that such act is impermissible, because Allah has hon-
oured man, so it is not permitted to cut some of his organs and
sell them at any price, whatsoever, but if the patient does not
find a donor to give him his kidney, and his life is endangered,
while he cannot find any other means to cure his illness, then
purchase of organs is permissible, because the patient, then, is
driven by a dire necessity.1>

Mokhtar Al-Mahdi, chairman of the neurosurgery department at Ibn
Sina Hospital in Kuwait, holds a similar view. “Until we can obtain an ade-
quate supply of organs through voluntary and uncompensated donation,”
he writes, “we must countenance the possibility of offering to donors mate-
rial recompense, on condition that no publicity in this respect is made.”16

Muhammad Sayed Tantawi, the grand mufti of Egypt and a widely
respected authority in Islamic jurisprudence, likewise declares that “man’s
sale of any of his organs is lawfully invalid and prohibited. Such sale is only
permissible in the rarest cases decided by reliable doctors when they deem
a patient’s life contingent upon that sale.”!” Tantawi notes, however, that
Muslim religious authorities hold differing views on the issue. He describes
three classes of jurists: those who believe it is always unlawful to sell or
donate organs; those who accept only donation, and only when it saves a
life and does not harm the donor; and those who sanction compensation if
paying for an organ is the only way to save a life.18

Yet another viewpoint is held by Muslim authorities in Iran, who have
endorsed the broader permissibility of organ trade. Leading Shi‘a clerics
specify a variety of conditions under which organ transplantation is per-
missible. Those regulating transplant from a living person require that the
patients life is at stake; that, to the extent possible, the organ comes from a
non-Muslim; and that the donor’s life will not be jeopardized. As long as
these conditions are met, “it is not unlikely that one be allowed to sell his
organs in his lifetime.”!® Notably, Islamic Iran is the only country in the
world in which organ sales are legal .20 It is also the only Islamic country
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that permits vasectomy, tubal ligation, egg donation, embryo implantation,
and first-trimester abortions in cases of emotional or physical harm to the
mother or disease or malformation of the fetus.2! As an Islamic country that
observes and practices a flexible version of Shi’a Islam, Iran is unique in its
embrace of medical technology.2?

Catholicism

Perhaps the earliest consideration among Catholics of remuneration for a
body part was expressed publicly by Pope Pius XII in 1956. In an address
to the Italian Association of Donors of the Cornea, he asked,

[s it necessary, as often happens, to refuse any compensation as
a matter of principle? The question has arisen. Without doubt
there can be grave abuses if recompense is demanded; but it
would be an exaggeration to say that any acceptance or require-
ment of recompense is immoral. The case is analogous to that of
blood transfusion; it is to the donor’s credit if he refuses recom-
pense, but it is not necessarily a fault to accept it.23

Half a century later, in 2000, Pope John Paul II declared that transplants
were “a great step forward in science’ service of man.” He added:

It must first be emphasized, as I observed on another occasion,
that every organ transplant has its source in a decision of great
ethical value: “the decision to offer without reward a part of one’s
own body for the health and well-being of another person”. . . .
Here precisely lies the nobility of the gesture, a gesture which is
a genuine act of love.2*

Having given organ transplants the highest moral accolades, the pope
then warned against a potential for abuse: “Any procedure which tends to
commercialize human organs or to consider them as items of exchange or
trade must be considered morally unacceptable, because to use the body as
an ‘object’ is to violate the dignity of the human person.” A key aspect of
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ensuring dignity, he says, is “the need for informed consent . . the human
‘authenticity’ of such a decisive gesture requires that individuals be prop-
erly informed about the processes involved, in order to be in a position to
consent or decline in a free and conscientious manner.”2>

The Catholic consensus position endorses Pope John Paul IIs opposi-
tion to the commercialization of human organs. The United States
Conference of Catholic Bishops issued a directive asserting that living donor
transplantation is acceptable, but “economic advantages should not accrue
to the donor.”26 The National Catholic Bioethics Center has stated the posi-
tion even more forcefully, saying it “strongly opposes any regulated market
of organ sales.”27

Despite mainstream opposition to compensation for organ donation,
some Catholic theologians and philosophers are trying to blaze a trail to an
accommodation that would maintain the nobility of the donation while
admitting of regulated forms of compensation consistent with the human
dignity both of donor and recipient.28 Philosopher Nicholas Capaldi, for
instance, states in his article, “A Catholic Perspective on Organ Sales,” that
“there is no reason why any of the parties involved in the transactions need
show disrespect for the divine origins of human life.”2°

Along similar lines, philosopher Mark J. Cherry argues that the Catholic
principle of totality (the Thomist concept that a part of the body may be
sacrificed to save the whole) is not violated by compensation because “the
natural good of the individual’s bodily functional wholeness is not set at
risk.”30 Nor is Kant's moral imperative against treating other people solely
as means to an end transgressed, Cherry says. Among other things, “Since
persons are always to be treated as ends in themselves [referring to donors
within a market], it is plausible that Kant could endorse the moral permis-
sibility of organ selling as helping others to maintain personhood.”3!
Furthermore, relinquishing a kidney in life can be justified if the compen-
sation received is used to save the life of another, as in the case of a father
who sells a kidney to pay for a vital operation for his child.3?
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