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CONSENSUS STATEMENT ON THE L1VE ORGAN DONOR

The Authorsfor the Live Organ Donor Consensus Group

Authors, Member s of the Live Organ Donor Consensus Group, and Affiliationsare listed at the end of this article.

Objective To recommend practice guidelines for transplant physicians, primary care providers, health care planners,
and all those who are concerned about the well-being of the live organ donor.

Participants An executive group representing the National Kidney Foundation, and the American Societies of
Transplantation, Transplant Surgeons, and Nephrology formed a steering committee of 12 members to evaluate current
practices of living donor transplantation of the kidney, pancreas, liver, intestine, and lung. The steering committee
subsequently assembled more than 100 representatives of the transplant community (physicians, nurses, ethicists,
psychologists, lawyers, scientists, social workers, transplant recipients, and living donors) at a national conference held
June 1-2, 2000, inKansas City, Mo.

Consensus Process Attendees participated in 7 assigned work groups. Three were organ specific (lung, liver, and
kidney) and 4 were focused on social and ethical concerns (informed consent, donor source, psychosocial issues, and
live organ donor registry). Work groups’ deliberations were structured by a series of questions developed by the
steering committee. Each work group presented its deliberations to an open plenary session of all attendees. This
information was stored and shaped into a statement circulated electronically to all attendees for their comments, and
finally approved by the steering committee for publication. The term consensusis not meant to convey universal
agreement of the participants. The statement identifiesissues of controversy; however, the wording of the entire
statement is a consensus by approval of all attendees.

Conclusion The person who gives consent to be alive organ donor should be competent, willing to donate, free of
coercion, medically and psychosocially suitable, fully informed of the risks and benefits as adonor, and fully informed
of therisks, benefits, and alternative treatment available to the recipient.

The benefits to both donor and recipient must outweigh the risks associated with the donation and transplantation of the
living donor organ.
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lid organ transplantation from alive organ donor is an ethically acceptable and widely used

practice. Thisapproach to treatment affects not only the patient with end stage organ failure, but

also the healthy person who volunteersto donate and whose interests are equally important. Although the
experience of live organ donation wasinitially limited to kidney transplantation, it now increasingly includes the
transplantation of portions of the liver and lung.>* The transplantation of portions of the small intestine and the distal
segment of the pancreas have also been performed from live donors>® These recent approaches to human organ
replacement have evolved because of the increasing shortage and long waiting times for cadaver organs. At many
transplant centers today, approximately half of the kidney transplants performed are from live donors. These
developments have necessitated a reexamination of the medical and ethical issuesinvolving live organ donors.

On June 1 and 2, 2000, more than 100 representatives of the transplant community, including physicians,
nurses, ethicists, psychologists, lawyers, scientists, social workers, transplant recipients, and living donors, metin
Kansas City, MO under the sponsorship of the National Kidney Foundation and the American Societies of
Transplantation, Transplant Surgeons, and Nephrology to evaluate current practices of living donor transplantation of
the kidney, pancreas, liver, intestine, and lung. Representatives from the United Resource Networks, the United
Network for Organ Sharing, and the National Institutes of Health also participated.

On thefirst day of the conference, the attendees participated in 7 assigned work groups. Three were organ
specific (lung, liver, and kidney); and 4 were focused on social and ethical concerns (informed consent, donor source,
psychosocial issues, and alive organ donor registry). In addition, on day 1, there were plenary sessions devoted to live
donor pancreas and intestinal transplantation. On the second day of the conference, each work group presented a report
of its deliberations to an open plenary session of all attendees.

With agoal of ensuring that the welfare of potential and actual donors remains preeminent in the process of
live organ donation, a consensus statement was formulated by the conference attendees that appliesto all living organ
donors. Theterm consensuswas not meant to imply universal agreement of the participants. Where appropriate,
therefore, the following statement identifiesissues of controversy that will need further review and discussion.

PREMISE

The person who gives consent to be alive organ donor should be competent, willing to donate, free from coercion,
medically and psychosocially suitable, fully informed of the risks and benefits asadonor, and fully informed of the
risks, benefits, and alternative treatment available to the recipient. Donors should not be called upon to donatein
clinically hopeless situations. The benefits to both donor and recipient must outweigh the risks associated with the
donation and transplantation of the living donor organ.

The consensus statement will review each of the components of this premise as developed at the national
conference and address newer issues related to donor sources, organ exchanges, and the need for ongoing data
collection.

Informed Consent

The conference participants highlighted the following elements of informed consent as essential for competent
individual s to decide to donate: understanding, disclosure, voluntary nature (freedom to choose to proceed with
donation or decline), and documentation of consent.

Under standing. Donors must be able to assimilate accurate information regarding the risks and benefits to
themselves. They must understand the benefitsto the recipient, but also the alternative treatments available to the
recipient. Thisinformation must be presented in away that both the donor and recipient can readily understand.
Therefore, how such information is presented and processed by potential donors may vary according to their
educational background. All donors should demonstrate capacity to understand the essential elements of providing
consent to live donation, with information presented at alevel of medical sophistication suitable for that individual.

Disclosure. Inlive organ donation, risk and benefit are defined in amanner different from other areas of
medicine. Potential donors are healthy individuals who rarely receive medical gain (ie, only in the event an underlying
condition isrevealed by the evaluation and consequentially treated) and so would not otherwise be considered
“patients.” Nevertheless, donors become special “patients” beginning with the testing to determine whether they can
donate. It isincumbent on the transplant center to provide full and accurate disclosure to potential donors of all
pertinent information regarding risk and benefit to the donor and recipient. The relationship between the donor and
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recipient should not ater the level of acceptablerisk. A familial relationship does not impose on the donor (or the
recipient) the necessity to take on additional medical risk to accomplish donation. TABLE 1 lists the items that should
be included in the disclosure made to the donor.

The disclosure process should permit a* cooling off period” between consent and the scheduled donor operation to
provide the potential donor ample time to reconsider the decision to donate. Someone other than afamily member
should be provided to be atranslator for non-English-speaking potential donors. The use of an independent unbiased
translator/interpreter provides an environment for the potential donor to express hesitations, concerns, or health
problems that the donor may not wish to discussin the presence of afamily member.

TABLE 1. Elementsof Disclosurefor Potential Living Donors

Description of the evaluation, the surgical procedure, and the recuperative period

Anticipated short- and long-term follow-up care

Alternative donation procedures, even if only available at other transplant centers

Potential surgical complications for the donor, citing the reports of donor deaths (even if never
experienced at that transplant center)

Medical uncertainties, including the potential for long-term donor complications

Any expenses to be borne by the donor

Potential impact of donation on the ahility of the donor to obtain health and life insurance

Potential impact of donation on the life-style of the donor, and the ability of the donor to obtain future
employment

Information regarding specific risks and benefits to the potential recipient

Expected outcome of transplantation for the recipient

Any alternative treatments (other than organ replacement) available to the recipient

Transplant center-specific statistics of donor and recipient outcomes

The disclosure process should enable the donor to have a clear understanding of the issues detailedin Table 1. The
donor’ s expectations should be reviewed and confirmed by the donor. Perhaps the best measure of a successfully
informed donor is determined by whether the donor is surprised by anything that happens after consent is given. The
transplant team should note such events so that the disclosure process can be improved for future donors.

Voluntary Nature. Transplant centers must ensure that the decision to donate is voluntary. Altruism has been the
underpinning of live organ donation since itsinception. The absence of reproducible health benefits for donors (eg, a
previously unknown medical condition that is discovered in the eval uation process) and the current legal restrictions
against financial compensation are compelling reasons for the transplant team to verify the donor’ s freedom from
coercion.

Physicians involved with the care of potential recipients are, and ought to be, primarily concerned with the
recipient'sinterests. Therefore, an independent advocate for the donor should be identified whose only focusisthe best
interests of the donor. Ideally, thiswould involve 2 separate medical teams— 1 informing donors and 1 informing
recipients. Itispossible, however, that transplant centers might engage a health care professional such as a psychiatrist
associated with the transplant service (but not amember of the recipient care team) to be the donor advocate. Donor
advocates should be empowered with full veto authority if they believe donation to beill advised.

At some transplant centers, the policy isnot to share donor information with the recipient, respecting the autonomy
and confidentiality of both the donor and recipient. Thus, recipient inquiries regarding donor suitability are referred to
the donor for aresponse. There may be instances, however, in which the potential donor seeks the support of the
transplant team to decline donation. For example, if the potential donor anticipates being ostracized from the family by
saying “no” to the recipient, the transplant team could assist the potential donor in developing an appropriate medical
disclaimer, enabling the potential donor to decline gracefully. This option helpsfacilitate afundamental component of
informed consent, freedom of choice to be adonor or not. Revealing a borderline medical contraindication such as
mild hypertension or an abnormal |aboratory value such as blood glucose might provide an excuse for a person not to
donate. This should only be done with the potential donor’ s permission. Alternatively, the medical team could provide
the recipient with a general statement of lack of suitability for donation or state that a potential donor has been ruled
out without recording a specific diagnosis.

The medical team should not falsify donor medical information tothe recipient in an attempt to provide the donor
with areason to decline. Falsified medical conditions may impose undesired ramificationsin the potential donor’slife.

It is conceivablethat afabricated health problem recorded in the medical chart of either the donor or recipient might be
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used later to hinder potential donors in attaining a benefit such as unrestricted life insurance or from acting as organ
donors for other recipients, such astheir own children. Therefore, the reason for a person to decline to donate might be
furnished to the recipient if appropriate, but only after agreement of the medical team, the donor advocate, and the
potential donor.

Documentation. Core documentsin living donor transplantation should include not only the usual informed
consent releases but al so documentation of the disclosure process, the donor’ s capacity to balance risk and benefit,
freedom fromcoercion and that the donation is not conditioned on direct monetary compensation. The documentation
also should demonstrate that the recipient is aware of and accepts the risks (and benefits) that have been determined for
the potential donor. The donor should have a medical record separate from the recipient’smedical chart to maintain
and protect donor confidentiality.

Medical Suitability
A potential living organ donor should be healthy; however, the determination of medical suitability will differ
according to the organ to be donated. Pregnancy is a contraindication to live donor organ donation until after delivery.

The American Society of Transplantation guidelinesfor living kidney donor evaluation are our recommended
resource for cliniciansin determining medical suitability.” An updated version of the guidelines published in 1995 will
be completed thisyear and available in early 2001.

The guidelines of the American Society of Transplant Surgeons state that potential living liver donors should
be healthy adults (aged 18 years and older) who have been carefully evaluated and approved by amultidisciplinary
team including hepatol ogists and surgeons. The mass of the donor liver available for the recipient is an important
criterion. Living donor liver transplantation in children involves the removal of an adult donor’ s left lateral segment
(segments 1l and 111). Adult-to-adult living donor liver transplantation involves the use of either afull-left (segmentsi|,
111, and V) or full-right hepatic lobe (segments V, VI, VII, and VI1I). Selection of the potential donor is based upon an
algorithm of suitability that includes radiological imaging of the liver (to assess the following intrahepatic anatomy:
hepatic artery, portal vein, hepatic veins, and bile ducts), liver volumetric data, and the presence or absence of steatosis.
Percutaneous liver biopsy may be helpful in selected cases (eg, when steatosisis suggested by imaging studies) but is
not deemed essential.

Recipient issues such as medical urgency and the presence or absence of portal hypertension influence the
appropriateness of live donor liver transplantation. The suitability of the live donor liver recipient is determined by
standard criteriathat are used for the selection of liver allograft recipients from cadaveric donors. Live donor liver
transplantation should only be performed by established cadaveric (United Network for Organ Sharing-approved)
centers with appropriate surgical expertise and with sufficient institutional resources, support, and ongoing oversight.
A position paper outlining practice guidelines from the liver work group (M. Abecassis, MD, and C. Miller, MD) and
the American Society of Transplant Surgeons (M. Adams, M D) has been published as ajoint document.?

Living lung donation involves the transplantation of the right- and left-lower lobes from a pair of adult donors
to adult or pediatric recipients. Each donor donates only 1 lower [obe. The decision concerning which lobe of the lung
can be donated is based on an optimal size match between the potential donor and recipient® For adult recipients, the
donors should be at least astall asthe recipient. For small children, care must be exercised to ensure that the lower lobe
will not be oversized. Donors should be at |east age 18 years and preferenceis given to donorsyounger than 55 years.
The potential donor preferably should not be more than 25% above ideal body weight due to both health concerns for
the donor and technical considerations for the donor surgery.

Selection of potential donorsis also based on the results of chest radiography, pulmonary function testing,
ventilation-perfusion scanning, and computerized tomography. While donors with no smoking history clearly are
preferable, smokers can be considered if they are tobacco free for 6 months prior to donation and have normal results
for pulmonary function testing and radiographic studies. Individuals with well-controlled, mild hypertension may be
considered for living lung donation if thereis no end-organ damage, no echocardiographic evidence of |eft ventricular
hypertrophy, and the potential donor hasnegative cardiac stress test results. Cardiac stress testing is also recommended
in potential donorsolder than 40 years with any known risk factorsfor coronary artery disease. Donors with diabetes
may be considered if they are noninsulin dependent and have good glycemic control with no end-organ disease.

Psychosocial Suitability

A psychosocial evaluation is necessary for each potential donor. The goals of such an evaluation are 3-fold: to evaluate
psychological, emotional, and social stability to rule out unsuitable donors and enhance the donation process by
identifying individual or donor-related factors that warrant appropriate intervention;
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to establish whether the potential donor is competent to give informed consent; and to assess the degree to which the
decision to donate is being made freely, without undue pressure or coercion.

Psychosocial Stability. Evaluation of psychosocia stability isimportant for 2 reasons. First, some persons may
be so unstable that they are not good candidates for donation. Active psychosis or severe substance abuse, for example,
might preclude the provision of effective medical care in the operative and postoperative periods. Financial hardship or
severe marital problems are examples of social instability that might make live organ donation impractical or
inopportune. Assessment of psychosocial stability is also important because it offers an opportunity to enhance rather
than simply prohibit the donation process. For example, depression can be treated and counseling provided for
individuals with substance abuse or marita problems.

Factorsthat need to be taken into consideration in the psychosocial evaluation of the potential donor include,
but are not limited to, ambivalence, guilt, depression, substance abuse, and vulnerability to coercion; the extent to
which the decision to donate is consistent with the potential donor’s values, including religious beliefs and sense of
charity and community; the nature of the relationship between the donor and the recipient; the potential benefitsto the
donor; the potential medical risks and urgency of the donation; and the potential economic risks associated with
donation.

In addition, the psychosocial evaluation can address a variety of other issuesincluding the ability of the
potential donor and family to cope effectively with stresses associated with transplantation (before and after donation),
the temporary change (limitations) in the donor’ srole within afamily, the necessity of making alternative arrangements
for child care when the donor isthe primary care provider, outside assistance required when the transplant is between
spouses, the interaction with the donor’s employer, financial hardships imposed upon the donor and family as aresult
of the donation (including lost wages, out-of-pocket travel, inability to obtain sick leave, and lack of job security), and
the ability of the donor to subsequently obtain life insurance without additional cost. For example, with regard to
obtaining insurance, asurvey of health insurance companies conducted by Spital and K okmen®® found that the majority
of health care organizations did not consider healthy kidney donorsto be at increased risk for medical problems and
would not raise their premiums. To guarantee that afactual basis supports this contention of future insurability, more
relevant prospective data are needed that would include live organ donation of the lung, liver, intestine, and pancreas.
Since the Spital and Kokmen report, some of the conference participants have been told by potential donorsthat their
lifeinsurance options would be limited if they became an organ donor. In such cases, it may be necessary for
transplant centers to informthe insurance carrier of existing datathat report that the patient is not at increased risk of
death because of donation. Some organizations are attempting to offer insurance options specific to live organ donors
(ie, life, health, and disability insurance).

In summary, psychosocial evaluation offers an opportunity not merely to veto donation, but to intervene
proactively to enhance both the donor’ s decision to donate and the actual donation experience of all involved parties.

Competence. Psychosocial evaluation also offers an opportunity to evaluate the competence of the donor to give
informed consent for donation. Discovery of psychosocia problems, including psychiatric illness, should not
automatically exclude persons who wish to donate. Rather, such findings signal the need for more intense eval uation,
discussion, and possible intervention to optimize donation.

Coercion. Psychosocial evaluation also offers an opportunity to evaluate and discuss the possibility of coercion of
the potential donor. Although it is possible that some financial incentive for donation may be intentionally hidden from
the psychosocial evaluator, the stated altruistic motive of the donor should be ascertained and documented. Because
direct monetary compensation for live organ donation is currently illegal, if the medical team becomes aware that such
atransaction has occurred or is contemplated, it provides grounds for terminating the evaluation.

A potential subservient relationship between potential donor and recipient (eg, employer and employee) may place
the potential donor in avulnerable position because, as an employee, he or she may fear loss of employment if
declining to donate. Thiskind of imbalance should be carefully discussed with the potential donor and taken into
consideration by the team in making their final decision about approval. As discussed earlier, the evaluation may serve
as an opportunity to help the potential donor gracefully withdraw from an uncomfortable situation.

The psychosocial evaluation should be performed by atrained mental health professional (ie, clinical socia
worker, psychologist, psychiatrist, or psychiatric nurse) experienced in transplantation. However, the potential conflict
of interest between a commitment to the recipient and the interest of the donor should be recognized when considering
who performs the evaluation. The psychosocial evaluator should be a professional not involved in the care of the
recipient.

For a potential donor undergoing mental health treatment, the mental health professional caring for this patient
should contribute to the eval uative process. However, the final responsibility for determining psychosocial
acceptability rests with the institution performing the transplant.
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Further study and examination are necessary so that incompl ete data may be strengthened and
recommendations revised accordingly. Particular study should examine the psychosocial evaluation process across
transplant programs, psychosocial characteristics that may influence or predict donor outcomes, motivational factors
influencing the decision to donate, and potential financial disincentives.

Such comprehensive examination would also allow for a comparison of responses between various donor
sources (ie, relationship between donor and recipient), as well as the organ type donated.

LIVE ORGAN DONOR SOURCE

Whereas live organ donation was once restricted to those with a genetic link to the recipient, improvements in recipient
immunosuppression have expanded the potential live donor pool to unrelated individuals who have an emotional
relationship to the recipient and to donors who were strangers to their recipients before transplantation.* However, a
stranger source of alive donation is currently being entertained exclusively for renal transplantation. Furthermore,
paired live donor exchange programs are also being considered only as an option for renal transplant recipients whose
willing donors are unable to provide akidney because of abiological obstacle such as blood type incompatibility.

Live-Donor Kidney Donation by Paired Exchange

The exchange of living donor kidneys between pairs of individuals with incompatible ABO blood types (and
lymphocyte crossmatch) was considered by conference participants to be ethically acceptable. Such exchanges were
not considered to be aform of commerce as suggested by some who are opposed to this approach.*? The clinical
situation arises, for example, when adonor with blood type A, B, or AB isincompatibly paired with arecipient who
hasaB, A, or O blood type. In reality, the opportunity for paired exchange would mainly occur between A and B blood
type donor-recipient pairs. If the recipient isan O blood type, a blood type O—incompatible donor is unlikely to be
available for apaired exchange (unless T-cell crossmatch incompatible), because the O blood typeis a universal donor
and thus, by definition, adonor with blood type O could not be part of an incompatible pair.

The location of the donor procedures and the potential meeting of the donor-recipient pairs remain at the discretion
of both the donor-recipient pairs and the transplant centers. Potential recipients should be given full disclosure of the
donors’ medical characteristics asthey pertain to quality of the donor organs. To accomplish apaired living donor
exchange, conference participants suggested that the donor operative procedures be performed simultaneously, even if
at different medical facilities, to avoid the hazard of 1 donor declining after the other donor procedure has been
performed. Although it is medically possibleto transport aliving donor organ some distance from the donor to the
recipient hospital, the benefit of live organ donation is avoiding preservation ischemia and thus, ideally, the donor
procedure should be performed in an operating room adjacent to the recipient.

List-Paired Exchange of Kidneys

An alternative proposal presented to the conference described alist-paired exchange in which the incompatible living
donor would provide an allograft to a patient on the cadaver waiting list in exchange for the cadaver donor pool
providing apriority alograft (ie, ABO compatible) to the donor’sincompatible recipient. This approach yields an
additional donor source for patients awaiting cadaver organs and because every paired exchange transplant removes a
patient from the waiting list, it precludes the incompatible recipient from having to go on the waiting list. Thus, it also
increases access to organs for the remaining transplant candidates.

Nevertheless, for those waiting for an O blood type cadaver organ, this approach was considered by
conference participants to be disadvantageous for 2 reasons: it assigns a first-refusal priority to the original
incompatible recipient for the next available O blood type pool allograft, and it reduces the number of O blood type
kidneys available to those who have no opportunity for live donation. Therefore, the donor source work group urged
appropriate disclosure of such apilot plan to individuals on the local cadaver organ waiting list (perhapsincluding a
survey of their approval) before implementing list-paired exchanges widely.

Asan aternative, aseparate list could be created that identifies living donor-recipient incompatible pairs to
accomplish the exchange. This approach avoids the problem of granting increased priority to recipientsin
incompatible pairs. However, as noted above, it mainly would be restricted to A and B blood type recipients, and it
would not resolve the shortage of O blood type allografts available from the cadaver pool.

Finally, an option that could expand the use of incompatible donors for recipients with O blood type would be
to offer nondirected living donors (individual s donating to unknown recipients) of the O blood type the opportunity to
donate to the O blood type-incompatible recipient who provides the list with aliving donor with A, B or AB blood
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type. Such apool could be set up regionally so that donorswith O blood type would give to recipients on aregional list
rather than a single center’slist of established ABO blood type—incompatible pairs. The allocation of the O blood type-
donor kidney would be based on the next available and medically suitable patient with O blood type on the list within
theregion, as determined by O-mmHLA (if identified) or time waiting. Thiswould create a system of equitable

allocation while also precluding the need for donors with O blood type to travel to distant centers. Any algorithm
seeking to employ list-paired exchanges should be first applied within alimited area as a pil ot study, under United
Network for Organ Sharing surveillance, with prospective monitoring of both beneficial and adverse consequences.

Nondirected or Stranger Donation

A nondirected potential living donor (also referred to as a“ Good Samaritan” donor) is an individual who wishesto
donate an organ to a candidate unknown to the potential donor. In contrast, directed donation, the traditional process,
involves an individual who donates an organ to an identified recipient.

Thecriteriafor ethical acceptability for nondirected live donor organ donation were considered by conference
partici pants to be the same as those applied to directed donation, with careful attention to the psychosocial evaluation.
The medical risks of living kidney donation are less than those observed for aliving liver or lung organ donor. Thus,
the medical and psychosocial suitability of a person to be a nondirected or Good Samaritan donor must be assessed on
a case-by-case basis.

The recipient should be selected by application of standard waiting list allocation criteria. The transplant team
should also ensure that the recipient feels comfortabl e accepting the nondirected organ under the specified
circumstances. Theidentities of the donor and recipient should be protected in much the same fashion asis currently
done with cadaver transplantation: anonymity should be the rule unless the donor and recipient mutually agree to make
contact by letter, telephone, or face-to-face meeting. Some transplant centers restrict such meetings until after the
transplant is performed to avoid potential discrimination in the recipient selection process** Whether or not a
volunteer donor should be allowed to select the recipient or a class or subgroup to which potential recipients are limited
remained controversial among the conference participants. Those who endorsed a policy of "no strings" donation to
the pool of waiting recipients did so for the following reason. If avolunteer donor makes their donation contingent on
selecting therecipient, it could present an ethical obstacle for the transplant team. The transplant team is otherwise
obligated to distribute organs by an objective plan that fosters equity, irrespective of asocial class or group to which
potential recipientswould be unequally limited.

Donating a Second Organ

The conference participants considered it ethically acceptable for a person to donate more than one organ
simultaneously or serialy (eg, the left lobe of aliver and akidney), if the medical and psychosocial requirements for
each organ donation were fulfilled. Obviously the risksto the donor could be increased by a simultaneous donation, so
sound judgment is necessary to maintain the medical dictum of first do no harm.

A potential donor may wish to donate a solitary kidney (having donated a kidney previously), while realizing
that such a donation would render that individual anephric. The donation from a person who has only one kidney was
considered unacceptable by most conference participants because physicians should not perform a procedure that
knowingly sacrifices one person's health (resulting in the necessity of chronic dialysis) for another's.*®

Minors asa Live Organ Donors
Although minors (individuals younger than 18 years) have successfully donated kidneysto family membersin rare
instances, using aminor as alive donor remains controversial and requires careful donor consideration.**

There are several concerns about allowing minorsto act as live kidney donors. Organ donation by minors
strains the concept of voluntarism and the ability to provide valid consent, it presents a clear conflict of interest for
parents when siblings are involved, and it highlights the inadeguacy of our knowledge regarding the minor’slifetime
with asolitary kidney. In reality, the minor provides assent for donation, and the legal guardian provides the consent.
Thus, the conference participants were generally opposed to live organ donation from aminor.

However, exceptional circumstances that would permit the ethical use of a minor as alive donor were established by
the conference attendees (TABLE 2).
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TABLE 2. Conditionsin Which aMinor May Ethically Act asa Live Organ Donor

When the potential donor and recipient are both highly likely to benefit (asin the case of
identical twins)

When the surgical risk for the donor is extremely low

When all other opportunities for transplantation have been exhausted, no potential adult living
donor isavailable, and timely and/or effective transplantation from a cadaver donor is
unlikely

When the minor freely agreesto donate without coercion (established by the independent donor
advocate)

FINANCIAL CONSIDERATIONSIN LIVE ORGAN DONATION

Living organ donors should not personally bear any costs associated with donation. In addition, guidelines should be
established that are similar to those for short-term disability to defray lost wages. Nevertheless, direct financial
compensation for an organ from aliving donor remains controversial and illegal in the United States. The current
position of The Transplantation Society, the international organization, should be noted: “Organs and tissues should be
freely given without commercial consideration or commercial profit.”*®

The reason that direct monetary compensation might be considered for live organ donation isto provide a
stimulus for increasing the number of organs available for transplantation. Although it may be plausible to accomplish
this objective by compensation, there was no information available describing such efforts, nor were data available to
dispute or conclude that financial compensation will significantly expand the living donor pool.

Those participants who were opposed to payment for organs based their objection mainly on the fear of
exploitation of the poor, the risk of donors withholding medical information that could result in the transmission of
infectious disease, and the aversion to human organs being considered commodities. Those who advocated payment
for organs cited the autonomous rights of individual s as the foremost consideration, and they supported the
development of regulatory agencies that would oversee organ sales.*®

L1vE ORGAN DONOR REGISTRY

The conference endorsed the development of aliving donor registry that would collect demographic, clinical, and
outcome information on al living organ donors. The rationale for the development of such aregistry includes concern
for donor well-being, limitations of current knowledge regarding the long-term consequences of donation, the potential
to evaluate the impact of changesin criteriafor donor eligibility on the outcome of donors, and the need within the
transplant community to develop mechanismsto provide for quality assurance assessments.

There was broad support among conference participants for the initiation of a steering committee to oversee
the devel opment of thisregistry. Specifics of the registry proposal would be deferred to this committee. To optimize
data collection, it was recommended that participation in aregistry be mandatory so that data collection can be tailored
to the needs of the contributing disciplines, and that participants be compensated. Linkage to existing registries
including the US Scientific Registry of Transplant Recipients, the Organ Procurement Transplant Network, the US
Renal Data System, and organ-specific donor registries that are currently operated or being devel oped by transplant-
and organ-specific societies would be critical to donor registry success. It also was recommended that aliving donor
registry should augment, but not supplant, preexisting organ-specific donor registries, include both medical and
psychosocial follow-up, and be committed to providing the transplant community with ready access to data. Although
funding from interested societies, foundations, and industry was considered to be acceptable, pursuit of governmental
financial support similar to those that have provided long-term stable funding to the US Scientific Registry of
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Transplant Recipients, Organ Procurement Transplant Network, and US Renal Data Systemwas thought to be
preferable.

THE FINAL DECISION FOR LIVE ORGAN DONATION

The transplant team, donor advocate, and the potential donor and recipient pair are the responsibl e parties who should
determine if the benefits of the planned donation outweigh the risks.

Therisks of acomplication to the live kidney donor are not the same as the risks for being alive donor of a
liver, lung, intestine, or pancreas. These highly specialized donor procedures should only be performed at centers with
the necessary management resources and only by surgeons with appropriate expertise.

There must be agreement among the potential donor, recipient, and physicians for living organ transplantation
to proceed. Transplant physicians must have decision-making autonomy that prevents undue pressure on the medical
team to perform aprocedure that they do not believeis medically indicated. While the autonomy of the potential donor
must be respected, so also must the medical decision making of the transplant team be respected. Therefore, the team
should never fedl obliged to perform atransplant from aliving donor if it believesthat it will do more harm than good.
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