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Unrelated living organ donation: ULTRA needs to go
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tory Authority (ULTRA) provides administrative and sta-

tistical information regarding living donor kidney trans-
plantation in the United Kingdom.' However, it leaves much
unsaid. For example, although the report does mention the
number of live kidney donations from unrelated donors that
ULTRA has approved, (69 in 2002: S Pioli, personal communi-
cation, 2001) it fails to mention that the United Kingdom has
a low live kidney donation rate compared with other European
countries (in 1999, 5.3 kidney donors per million population
in the UK; 8.7 in Switzerland, 11.5 in Sweden, 24.6 in
Norway).” More importantly, the report does not address the
fundamental question of whether the legal framework under-
lying ULTRA is morally justified. The legal regime in the
United Kingdom proceeds on the tacit assumption that
genetically unrelated donors are much more vulnerable to
coercion than are related donors, and hence are more in need
of protective regulation. In this article, we argue that the dis-
tinction drawn in the United Kingdom between genetically
related and unrelated donors is difficult to justify, that it
unnecessarily discourages live organ donation, and that the
law should be changed.

The recent review of the Unrelated Live Transplant Regula-

BACKGROUND

The Unrelated Live Transplant Regulatory Authority is a crea-
ture of the Human Organ Transplant Act (HOTA), which was
enacted by parliament in 1989, and which came into force,
with regulations, on 1 April 1990.” The Human Organ Trans-
plant Act was enacted hastily after the General Medical Coun-
cil’s inquiry into the notorious case of a British physician’s
involvement in transplants involving Turkish peasants.® Young
men were inveigled by an agent to travel to London, ostensibly
to take up new jobs. In fact, they were being recruited as liv-
ing donors of kidneys transplanted into fee paying foreign
patients. The consequent debate in the media attracted an
emotional outcry at the perceived expoitation of innocent
young men and repugnance that rampant commerce in
kidneys, decried internationally, had surfaced in London. The
inquiry revealed evidence of dishonesty, exploitation, and
commercialism and the nephrologist (Dr Crockett) was struck
off the register. The media outcry led the government to
immediate legislation.

The Human Organ Transplant Act has two key components.
First, it creates a series of criminal offences, the combined
effect of which is to prohibit commercial dealings in human
organs, whether procured from cadavers or from live donors.
Thus HOTA makes it an offence for an individual in the United
Kingdom to make or receive payments for the supply of, or for
an offer to supply, an organ for transplant into another person,
whether in the United Kingdom or elsewhere, and also
attaches criminal consequences to participating in the chain
of distribution—for example, it is an offence to act as a broker
who negotiates the sale of an organ. Second, HOTA focuses on
live organ donations, and generally makes it an offence either
to remove an organ from a living donor or to transplant an
organ from a living donor into another person, unless the
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recipient and donor are genetically related. The Human Organ
Transplant Act provides a list of persons to whom an
individual is deemed to be genetically related: biological
parents, children, siblings (including half siblings), and neph-
ews and nieces.

But HOTA authorises the secretary of state to create an
exception to the ban on unrelated live organ donation through
regulations. Such an exception is created by The Human
Organ Transplants (Unrelated Persons) Regulations® which lift
the prohibition against unrelated living donation under
certain conditions. The most important are that (a) no
payment has been or will be made, and (b) the donor’s consent
was not obtained by coercion or the offer of an inducement.
The regulation also creates ULTRA, and charges it with the
task of ensuring that these conditions have been complied
with in each case of unrelated live organ donation. If ULTRA is
not satisfied that these conditions have been met, the
donation cannot take place.

Finally, HOTA provides that persons shall be treated as not
genetically related unless the fact of their relationship has
been established. The procedures for making this determina-
tion are spelled out by The Human Organ Transplants (Estab-
lishment of Relationship) Regulations.” These regulations
require that the fact of a genetic relationship must be based on
one of a series of tests—for example, HLA (human leukocyte
antigen) and DNA typing. Unlike the regulations governing
unrelated donors, the related donor regulations do not provide
for a determination of whether a payment has been made to
relatives, although the general ban on organ sales still applies.
More importantly, the related donor regulations neither
provide for the determination of whether the consent of the
genetically related donor has been freely given, nor create a
supervisory authority analogous to ULTRA. In the absence of
any explicit statutory provision, the background common law
rules on consent to medical treatment apply.

THE REAL PROBLEM

The provisions of HOTA and the accompanying regulations
suggest that there are two principal goals underlying the
regulation of live organ donations in the United Kingdom.
First, live organ donations must not be paid for beyond allow-
able expenses. Second, live organ donations should be
uncoerced. Here we focus on the second objective which, we
fully agree, is not only appropriate, but should be a central goal
of any system of live organ donation. Our concern, however, is
with the way that HOTA and the accompanying regulations
seek to achieve this goal. The Human Organ Transplant Act
could have achieved this goal by imposing a ban on all living
donation in cases where consent is coerced, and by making
some competent entity—for example, a hospital ethics
committee, responsible for determining whether there had
been coercion. Instead, HOTA draws a categorical distinction
between genetically related and unrelated donors, and
provides for the determination of whether there has been
coercion for the latter, but not for the former. Coercion is in
effect presumed for genetically unrelated donors, because
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ULTRA must be convinced that there has been no coercion,
putting the burden of proof against genetically unrelated
donation.

Since the purpose of HOTA is to ensure that organ donation
is not coerced, the fact that it subjects unrelated donors to
more rigorous procedures than related donors presupposes
that the former are more likely to be coerced and more in need
of protective regulation than the latter. Defenders of HOTA
have not, however, offered any evidence for this assumption.
Moreover, we believe it extremely unlikely that such evidence
could be given, for two reasons:

First, HOTA proceeds on the assumption that different
kinds of pressures apply in different kinds of relationships and
in particular that the relevant distinction to be drawn is that
between genetically related and unrelated persons. It seems
wrong, however, to make genetic—as opposed to emotional—
relatedness the relevant distinction. For example, the line
drawn by HOTA has the odd result of grouping spouses and
friends of live organ donors with other genetically unrelated
donors. But if the point of the distinction is to treat differently
complete strangers and those persons in a close relationship
with the recipient, spouses and family members should be
grouped with the latter, not the former.

Second, even if HOTA drew the line in the right place, it
would still be flawed, because there is more scope for coercion
within close relationships than there is for coercion by stran-
gers, which is the reverse of what HOTA assumes. Outright
force and threats are unlikely to be used by outsiders, and if
they were, they would be quickly identified by any competent
transplant team. By contrast, there is endless scope for subtle
pressure within families and among friends, as is recognised
by the transplant teams who try to assess the willingness of
related donors. Although the family is idealised as an intimate
sphere where relatives act willingly and selflessly to promote
each other’s interests, it may be characterised by relationships
of power and subordination that can be abused, making con-
sent more apparent than real. In addition, even in the absence
of unequal power relationships, affective bonds between fam-
ily members are open to manipulation or exploitation, creating
the potential for pressures to consent to organ donation.”

It may be said that donation is more likely between related
than unrelated individuals and that the distinction between
genetically related and unrelated donors drawn by HOTA is an
indirect means of prohibiting organ sales. But this objective is
already dealt with by the prohibitions on commercial dealings
in human organs. The distinction between genetically related
and unrelated donors is therefore neither necessary nor suffi-
cient to achieve this end.

In short, the distinction in HOTA between genetically
related and unrelated donors is manifestly unjustifiable
because it is a totally inadequate proxy for the underlying and
cthically justifiable distinction between free and coerced
donors.

THE WAY FORWARD

Laws governing transplants in other European countries and
America do not obstruct genetically unrelated donations in
this way. Indeed, other professional organisations have called
for additional protective regulation for unrelated donors. The
Consensus Statement on the Live Organ Donor, issued by a coalition
of organisations in the United States—for example, does not
distinguish between related and unrelated donors in the
manner that HOTA does.” A result is that genetically unrelated
donations constitute a significantly larger proportion of total
transplants in many European countries and in North
America than in the UK," and apparently without problems.
In fact, the recent trend, particularly in North America, has
been to accept and encourage live organ donations even by
altruistic strangers (so called “good Samaritan donors”'"). The
Unrelated Live Transplant Regulatory Authority discourages
this type of donation
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The British Medical Association has also criticised the
distinction between genetically related and unrelated donors,
but has proposed that the ULTRA regime be extended to
genetically related donors as well.” We believe this is
misguided. Although we share the BMA’s concern that live
organ donations be free and uncoerced, there are two reasons
why it has failed to make a convincing case for extending the
regime of protective regulation. First, the argument for a cen-
tralised system of review vested in ULTRA is weak. The
experience from North America and Europe—for example, is
that all living organ donation can be managed effectively by
transplant centres alone. Second, the BMA’s proposal would
effectively entail a legal presumption that even living related
donations are coerced. This presumption is unwarranted, and
may have the unfortunate consequence of preventing unco-
erced and life saving procedures from taking place.

In our view, ULTRA should be abolished, rather than
extended to related donors, and HOTA should be amended to
remove the distinction between related and unrelated donors.
The Human Organ Transplant Act should also be amended to
impose a ban on all living organ donation in cases where con-
sent has not been freely given and to give the responsibility for
determining that no prospective donors are coerced to a hos-
pital committee specifically charged with this task.
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